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NAMI-NYS Strives to

Include Research Findings &
Promote Participation in Clinical Trials in:

» Communication Efforts-Newsletter, E-Newsletter, Mental Health
Now Television Show, Social Media,

» Education Efforts-Annual Education Conference, Signature
Programs

» Advocacy Efforts-Use Research to Argue Points &
Partnering with Researchers to Introduce Legislation
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For New York State and we are proud {o have NIMH join us ior
the conierence as logeiher we Redefine Recovery

+ Be sure fo visit Karen and vince al the NIMH Schizophrenia Research
Exnibil Table and aitend their workshop on Saiurday ai 5:45 in Fort
Orange 9 1o learn how you or your loved one can be a pariner in research.

+ Learn how the NIMH Research Domain Criteria (RDo() Project is changing
(he way research of mental illnesses is being conducted with Dr. Sarah
Morris on Saturday ai 9am in King $t. Ballroom.

+ Learn (he latest research on Schizophrenia conducted by NIMH with Dr.
Joseph Callicoti on Saturday at 2:30 in Town Hall.

RESEARCH=HOPE!!!



New York State —

STATE OF

Psychiatric Institute ST .

Nathan S. Kline
Institute




NAMI New York State

National Alliance on Mental lliness

Annual Educational Conference
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November 11-13, 2016
Desmond Hotel and Conference Center in Albany

2016 Featured Researchers

Robert Heinssen, Ph.D., ABPP, Director, Division
of Services and Intervention Research, National
Institute of Mental Health

Donald Goff, MD, Director, Nathan Kline Institute
Oscar Jiménez-Solomon, MPH, Research
Coordinator, Center of Excellence for Cultural
Competence, New York State Psychiatric Institute,
Columbia University

Nina Schooler, PhD, Division Chief, Schizophrenia
Research Division, SUNY Downstate Medical Center
Lloyd Sederer, MD, Medical Director, New York
State Office of Mental Health

Thomas Jewell, PhD., Project Manager, Center for
Practice Innovations, New York State Psychiatric
Institute

David Kimhy, PhD, Associate Professor of Clinical
Psychology, Department of Psychiatry, Columbia
University, Director, Experimental Psychopathology
Laboratory, New York State Psychiatric Institute



Recovery Teams in the Fullest Sense

Researchers, Individuals and Families
Presenting Together
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Treatment The Desmond Hotel‘ AEbany

Featured Session:
New Horizons in Partnerships: The Importance of
Forming Recovery Teams

Saturday, November 12th, 9-10:30am

#IWillListen #BetterTogether #RecoveryTeams
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Communicating Research

NAMI-NYS Continues Work as Outreach Partner of the National Institute
of Mental Health and Examines the Realities of Research Participation

By Matthew Shapirc
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NIMH PARTNERSHIP AND UPDATE

NAMI-NYS Continues Partnership with
the National Institute of Mental Health

NAMI-NYS has been szlectad ta continue

as the National Instituta of Mantal Health
(NIMH) Outraach Partner far 2015 for the

state of New York. NAMI-NYS joins a nationwide
natwork of 55 mental health orga 15

resaarch is our hope for the future and NIMH

is the genarator of the most cutting-edge
resaarch unlocking the mysteries of the brain
and developing an understanding of the causes
and of psychiatric diseases.

committed to disseminating science-based
information from NIMH about the causes,
diagnosss, traatmant, and pravention of mental
disorders, and aducating the public about the
importance of research and tha opportunitias
to participata in studies.

For aver a decade, NIMH has supported
organizations fram every state, the District

of Calumbia, and Puerto Rico through the
Qutreach Partnarship Program to increase the
public's awareness about the impartance of
mental heatth to overall haalth as well as tha
recognition that mental disorders are brain-
based dsorders, and that research is the way
farward ta understanding how best to treat,
prevent. and ultimataly cure mantal illness.

NAMI-NYS is honored to continue to parner
with NIMH to bring New Yarkers the most
updated informatian on mental health and
brain resaarch. NAMINYS often proclaims that

NAMI-NYS will cortinue to faature an NIMH
News section in both our weekly E-Newsletter
and our print Newstattar along with the NIMH
widget streaming the latast news on the
NAMINYS website. Our annual Education
Conference will continue to benefit from a
strong NIMH presence, including presentatans
on the work conductad by NIMH and a
workshop on participating m NIMH resaarch
studies. NAMI-NYS members will also have the
oppartunity to participate in NIMH sponsarad
webinars, Google + events and Twitter chats.
Be sura to visit the NIMH section of the
NAMI-NYS website for the latast infarmation.
The National Instituta of Mental Heakh is ane
of 27 companants of the National Institutes of
Health {NIH), tha Fedaral government's principal
biomedical and behawvioral research agency
NIH is part of tha U.S. Department of Health
and Human Senices.

NAMI-NYS
Encourages Our
Members to
Participate in
NIMH Clinical Trials

NIMH Nationwide Recruitment: Bipolar
Disordar (Pediatric) Research Study—
Treatmant of Severe Mood Dysregulation
(Inpatient: 12- to 15 weaks). This study
tests the efficacy of different traatments for
decreasing imitabdity m children with severa
moad and behavioral problems. Participants
have symptoms of severe imtability and are
not daing well on their cumant medications.
The child must be currently in treatment
with a physician, madscally healthy and not
cumently haspitalized, psychatic or suicidal.
The study incudes day or full hospitalization
to discontinue madication, fallowad by
either methylphenidate plus citalopram,

or mathylphersdate plus placebo.
Recrutting ages 7-17.

For mare nformation on research
conducted by the Natonal Institute of
Mental Haalth in Bethesda, MD visit
wiw.nimh.nih.gov/JomAStudy. =

Play an Important Role in Research Participate in a Clinical Trial
Breakaway Study Seeking Participants

The Braakaway Study is a clinical research study

abuse alcohol.

The Study may be

= Men and wamen 18 to 65 years old
= Have had a of sct

an | medication for

of adults with who

for those who meet the fallowing crteria:

within the last § months

= Have expenenced at least 10 drinking days in the last month

= Have a stable living arangament

This is a partial list of requirements far study qualification. You will be evaluated by a study physician who will review all of the raguirements to

detarmine your eligibility

If you are interested and qualify, you will recesve the imestigational medication, study-related medical exams, and lab tests at no cost.
Compensation for time and travel will also be avadable.
If you or somaone you know may be aligible, please refer him ar her to BreakawayStudy.com.

If you hawe any questions about the Breakaway Study, please contact Dr. Jean-Pierre Lindenmayer, Benedicto Parker, and Abraham Goidning at
212-961-8902. Interested patients may write an email to Benedicta.Parker@omh,ny gov and Abraham.Go'drng@omh.ry.gov, or alsa visit

wa for mare

The New Yark Office of Mental Health sponsors this study.
To find @ NIMH study to participate in please visit hitp://www.nimh_nih_gov/|abs-at-nimhy/ joan-a-study/mdex shitml =

Summer 2015 ® NAMI | NYS News




Communicating Research
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Do You Cut or Hurt Yourself on Purpose?

Researchers at the New York State Psychiatric Institute are conducting a study of an
investigational, minimal risk, non-invasive treatment called Transcranial Direct
Current Stimulation (tDCS), as a form of therapy for people who hurt themselves.

If you cut or hurt yourself, are between the ages of 15-60 and are interested in
participating in a research study involving assessments of your mood and behavior, brain
imaging, and tDCS, please contact Damaris Fuster at fusterd@nyspi.columbia.edu or
646-774-7561. More information is available at tdesresearch.wordpress.com
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Featured Session
Update on NIMH Research

Robert Heinssen, Ph.D., ABPP, Director, Division of Services
and Intervention Rescarch, NIMH
Saturday, November 12th, 11:25am-12:00pm
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Research=Hope!!! #NAMINYEdCon16

NAMI NYS is honored to welcome Robert Heinssen,
Ph.D., ABPP, Director, Division of Services and
Intervention Research, National Institute of Mental
Health to present an NIMH research update at the
2016 NAMI-NYS Education Conference. Click here

to learn more about Dr. Heinssen.

Treatment Advocacy Center NIMH Briefing With
New Director, Joshua Gordon

NIMH Director Joshua Gordon outlines the future of the
organization in a recent chat with the Treatment
Advocacy Center. Click here to read.

NIMH Releases Strategic Research Priorities Update

To keep pace with rapid developments in research on mental
illnesses. the National Institute of Mental Health (NIMH)
recently released updates to its Strategic Research Priorities.
These priorities serve as guidance to NIMH grantees, potential
grant applicants, and staff for the design and implementation of
future research.

Click here to read more.

£

New York State News
Dr. Jeffrey Lieberman Details How Its
Morning in America for Mental Health Care

Lieberman
on Psychiatr

Es ad
Dr. Jeffrey Lieberman, Chairman of Columbia
Department of Psychiatry and the New York State
Psychiatric Institute, recently detailed in Medscape,
how it is "Morning in America for Mental Health Care."
Dr. Lieberman borrowed the famous phrase from Ronald
Reagan's 1980 Presidential campaign to discuss his
excitement about Hillary Clinton's announcement of a
major policy focus on mental health reform and how
rare this is in Presidential politics. Dr. Lieberman
reflects:

Join A Study of Schizophrenia and the Brain:
A Six-month Inpatient Evaluation Study

Have you been diagnosed with schizophrenia or schizoaffective
disorder? Are you between 18 and 55 years of age? Would you
be willing to live at the Clinical Center on the NIH campus for
six months? If so. you may be eligible to participate in a study
designed to understand the neurological basis of schizophrenia
and to determine which symptoms are related to the illness and
which are related to the medications used to treat the illness.

This six-month study has three phases: In the first phase you
will participate in many comprehensive medical, neurological,
cognitive, and psychiatric evaluations. In the second phase, the
research phase, you will be tapered off of your medication for
about 4 weeks. In the time that your medication is
discontinued, research procedures will allow investigators to
distinguish the eftects of the illness on the brain without the
interference of the medication's effects. In the third phase, you
will have the opportunity to stabilize using the treatment
selected to be most helpful to you.

To find out if you qualify, email NIMIT or call 1-301-435-
8970 (1-888-674-6464) [TTY: 1-866-411-1010].

Protocol Number: 89-M-0160
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Please Visit www.naminys.org/media to
Watch Episodes of

MENTAL HEALTH NOW
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Next Wave: Partnering with Researchers

To Introduce Legislation

(. MAMI New York State NAMI Yoy York City

Nationai Alliance on Mental

ducation and Involvement Promotes Best Patient Centered Mental Health Care and Recovery Outcomes

Individuals Living With A Mental Hliness, Family Members & Service Providers Must Work in Recovery Teams.

4 20% of New York’s adults (1.6 million) & children (359,360) +  But, more than one-half of families reported a healthcare provide

exp.en'.ence. a»menl'a.l hea!th disorder _‘“h year, with over half saying they were unable to speak with them about the patient’s
amillion living with serious mental illness. ' condition (54%) and they were “included less than they felt they
should have been™ in conversations with providers about care

+ Formost in treatment, adults and children alike, recovery
extends outside clinical settings and into their homes. In one (55%).
New York Medicaid program that transitioned patients from +  Yet, a2013 study of patients with serious mental illness who had
long-term institutional to community-based care, more than family contact, but not family involvement in care, found that
1/3 of patients moved in with their families. These family more than three-quarters (78%) wanted their families included in
members/caregivers are likely to be most familiar with pa- treatment.
tients’ symptoms and history of medication and therapeutic
treatment and effects.

WITH MENTAL HEALTH RECOVERY TEAMS EVERYONE WINS
Research, Practice and Policy Recognize Benefits of Family Involvement & Forming Recovery Teams with
Open Communication and Shared Decision Making

Family education helps relatives gain an understanding of illness and treatment issues, improves the quality of family interaction
with medical professionals and loved ones, and thus bolsters family involvement in care and recovery, which has been shown

generate best outcomes.

Clinical and peer family education have been established as evidence-based practices.

+ A randomized design study of Recovery-Oriented Decisions for Relatives that uses a patient-family shared decision-making
process found that family involvement benefits patients with serious mental illnesses (by significantly reducing paranoid
ideation and increased recovery).

+ Another study found significantly improved health outcomes for first episode psychosis patients whose families were in-
volved at first contact with mental health services.

New York State’s New Medicaid Model Must Include Family Education & Recovery Teams

NYS is implementing a new Medicaid program-Home & Community Based Services (HCBS)-funding a range of services including family sup-
port. Unfortunately, this promising initiative has reached very few eligible Medicaid beneficiaries to date because of the program design, which
makes it difficult to access services. For family support, the program requirements limit what providers can offer and who they can serve. In order
for NYS to achieve its goal of transitioning to a recovery-centered mental health service delivery system, it must redesign HCBS to offer more
flexible services that meet the needs of individuals and their families.

The Incorporating Families in Mental Health Care Bill Would:

Require the New York State to produce materials to educate individuals, families and providers on the MU health 2 M‘o C. h 0 i C es 3 M ‘9 _Fu.tu.v-e-

benefits of family education, engagement and working as a recovery team.

Provide further education materials on HIPAA laws including a document that families can give to
providers stating that providers must listen to their insights and concerns.

Require distribution of family incorpoeration materials to hospitals throughout New York State.

Provide information to providers on how to encourage family participation for clients served through the
HCBS mode.

Fund the developments of summits around the state to educate New Yorkers about the importance of
including families as part of routine mental health care.

Have the Office of Mental Health hold webinars on the importance of family engagement and recovery
teams.

For More Information Contact Matthew Shapiro at 518-462-2000 or Matthew@Naminys.org



Next Wave: Partnering with Researchers

To Introduce Legislation

Education and Communication
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New Horizons in Partnerships: The Importance of
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Family Education and Involvement Promotes Best Patient Centered Mental Health Care and Recovery Outcomes
Individuals Living With A Mental lliness, Family Members & Service Providers Must Work in Recovery Teams.

¢ 20% of New York’s adults (1.6 million) & children (359,360) 4  But, more than one-half of families reported a healthcare provide

experience a mental health disorder each year, with over half’ saying they were unable to speak with them about the patient’s
amillion living with serious mental illness. '* condition (54%) and they were “included less than they felt they
+  Formost in treatment, adults and children alike, recovery should have been” in conversations with providers about care
1 (55%).

extends outside clinical settings and into their homes. In one
New York Medicaid program that transitioned patients from +  Yet, a2013 study of patients with serious mental illness who had
long-term institutional to community-based care, more than family contact, but not family involvement in care, found that
1/3 of patients moved in with their families. These family more than three-quarters (78%) wanted their families included in
members/caregivers are likely to be most familiar with pa- treatment.
tients’ symptoms and history of medication and therapeutic

treatment and effects.

WITH MENTAL HEALTH RECOVERY TEAMS EVERYONE WINS
Research, Practice and Policy Recognize Benefits of Family Involvement & Forming Recovery Teams with
Open Communication and Shared Decision Making

Family education helps relatives gain an understanding of illness and treatment issues, improves the quality of family interaction
with medical professionals and loved ones, and thus bolsters family involvement in care and recovery, which has been shown
generate best outcomes.

Clinical and peer family education have been established as evidence-based practices.

+ A randomized design study of Recovery-Oriented Decisions for Relatives that uses a patient-family shared decision-making
process found that family involvement benefits patients with serious mental illnesses (by significantly reducing paranoid
ideation and increased recovery).

+ Another study found signi: 1y imp; health for first episode psychosis patients whose families were in-
volved at first contact with mental health services.
New York State’s New Medicaid Model Must y & R y Teams

NYS is implementing a new Medicaid program-Home & Community Based Services (HCBS)-funding a range of services including family sup-
port. Unfortunately, this promising initiative has reached very few eligible Medicaid beneficiaries to date because of the program design, which
makes it difficult to access services. For family support, the program requirements limit what providers can offer and who they can serve. In order
for NYS to achieve its goal of transitioning to a recovery-centered mental health service delivery system, it must redesign HCBS to offer more
flexible services that meet the needs of individuals @ their familics.

The Incorporating Families in Mental Health Care Bill Would:

Require the New York State to produce materials to educate individuals, families and providers on the
benefits of family education, engagement and working as a recovery team.

Provide further education materials on HIPAA laws including a document that families can give to
providers stating that providers must listen to their insigh nd concerns.

Require distribution of family incorporation materials to hospitals throughout New York State.

Provide information to providers on how to encourage family participation for clients served through the
HCBS mode.

Fund the developments of summits around the state to educate New Yorkers about the importance of
including families as part of routine mental health care.

Have the Office of Mental Health hold webinars on the importance of family engagement and recovery
teams.

For More Information Contact Matthew Shapiro at 518-462-2000 or Matthew@Naminys.org
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