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A Consumer’s Per spective

on Psychiatric Research
By Shannon Flynn

Shannon Flynn is a mental health con-
= sumer, a research assistant for the Na-
- tional Institute of Mental Health in the
Clinical Brain Disorder Branch, and an
= art therapist.

» Shannon is also a public speaker who

| have found that consumers participate in
psychiatric research for avariety of reasons.
Some have dtruigtic motives — warting to fur-
ther biomedica knowledge about their illness
or about the efficacy of a certain treatment.
The hope of trying a new medication, finan-
cia compensation, and greater understanding
and control of an illness dso mativate psychi-
atric consumers.

Some of us have a combination of mo-
tives. In 1993, | participated in aclinicd trid
to establish the efficacy of risperidone as
compared to clozapine, with the hope of
switching medications as away to remediate
severe Sde effects and avoid the weekly
blood tests required with clozapine. | dso
participated in a 1996 sibling study to help
researchers learn more about schizophrenia
and for the financid compensation. Asa
high-functioning consumer in recovery, | fed
amog a“duty” to contribute to efforts that
will help others who have not been so lucky
but have no interest in “greater-thart minima-
risk” protocols.

(Continued on page 7)
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Education & Advocacy Meeting

6:30 p.m. Social Hour
7:00 p.m. Business/Advocacy
7:30 p.m. Program as Follows

Mark Refowitz, Director of Adult Mental Health Services
for San Diego County, will tell us :
“Whats New and Why".

Coming Attractions:
May 2nd, 2002
Kristin Cadenhead, M .D.
of the UCSD Department of Psychiatry

Will talk on “Schizophrenia: Prodromal Stage, and Update
on Early Identification

The monthly meeting is open
to anyone interested in
learning about mental illness.
The meetings are held on the
first Thursday of the month at
University Christian Church,

Friendship Hall, A
3900 Cleveland Avenue
San Diego, California
(see map)

Washington &t. East

4

i

Cleveland Avenue

University
Christian

Lincoln

Highway - 163

Richmond St
Highway 805

University Avenue

Additional NAMI meetings in the San Diego County area
are listed on Page 5
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March at-a-Glance Betie Reinhardt, Executive Director

Our New Home

If you weren't there, you would not believe the difference afew hours and
35 volunteers — with their hand trucks, refrigerator dollies, autos, vans, and
trucks — can make. Professond moverstook aload of our heaviest furni-
ture to the new office on Friday but that ill left dl the boxes, computers,
miscellaneous bulletin boards and other odd shapes, AND some furniture
to greet volunteers on Saturday at 9 am. They took it al and they put itin
placein the new building. What an experience! Thank you to al who
were there on Saturday, that came earlier in the week to pack the boxes
and that came after Saturday to unpack the boxes. An especidly big
thank you to members of The Meeting Place who did an impressive job
of assiging us. Don't forget them if you have amoving job, they have a
truck and do moving as a consumer-run business.

Come visit us at 4480 30" Street. See map on page 3.

May is Mental Health Month

Menta Hedlth organizations throughout the county will be hogting specid
eventsduring May - and abit of April and June. Do look for these events.
If you know of any that we can list in our May newdetter, please let me
know.

Mental Health Recognition Dinner

Thistraditiond event that celebrates the dedicated mental health workers,
paid and unpaid, providers and consumers, aswell as the supporting
members of our community isthe place to be the first Friday evening in
June. Seetheflyer in thisnewdetter. We would love to have you join us
at the NAMI San Diego table, cal anumber at the end of this article for

Wiwwwoowwwwwwwwwwwwwwwwno
WANTED

Family-to-Family Teachers

$ Remember when you took the Family-to-Family dass and you

§ sad, "l would like to teach thiscdlass?" Thisisyour chance.

: NAMI North Coadtd is sponsoring a class

g right here in San Diego County. Cal me IMMEDIATELY for

¢ more information and to get your name on thelist. Spaceinthe
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Cadll the Albright Center, 800.523.5933 for more information and to regis-
ter.

To register your opinion on any of these issues, call Bettie Reinhardt
at 294-9941 or writeto P.O. Box 710761, San Diego, 92171 or fax
to (619)543-1498 or email at exudir @namisandiego.org or contact

Scheduled Classes

Family-to-Family

February 20— May 8 @]
VA Hospitd

Families of VA Clients

March 4 —May 20, 200
Gethsemane Lutheran CH Fy; L ]
SerraMesa

April 1- June 24, 2002
Hedlth Services Complex,

Lan PR '
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NAMI San Diegoisa nonprofit A MESSAGE FROM THE PRESIDENT
organization that provides self-help

advocacy, education, services, and On March 12, 2002, | attended a luncheon featuring Dr. Kay Red-
S;Jppo” lfor ‘?‘;\”wmef S fami“? andfriends | - figdd Jamison. Dr. Jamison is professor of psychiatry at the Johns Hop-
of people with severe mental llinessesandis | o i Unjversity School of Mediicine, auithor, lecturer and researcher.

dedicated to eradication of those mental ill- ) . . . .
nesses and to improvement of quality of life | 2 Shewas diagnosed with Bipolar Disorder in her |ate teens and has de-

o
o
o
o
o
o
o

of those affected by these diseases. a voted much of her professond life to support, advocacy and awareness.
. o ° Dr. Jamison’s books include * Unique Mind”, about maniaand “Night
NAMI San Diego is an affiliate of " . .
NAMI and NAM| California o Falls Fast”, about suicide.

Thetopic: Women and Depression.
The scene: Filled to capacity grand ballroom at the Hyait

Board of Directors:
President - Karen Gurneck

Vice-President - Judy Wasik Regency, La Jolla

Treasurer - Carol Venable, CPA, Ph.D. . . ~eql

Secretary - Margaret Englend, The attendees. Family members, professionas, consumers,
and modtly femaes.

Directorsat Large
Deborah Conklin
Paul Cumming
Dixie Galapon, Ph.D.
Carolina Gonzalez-Garcia
Hugh Pates, Ph.D.
Dorothy Shelton
Sally Shepherd

Thegist : Consumers need to educate themsalves, get second
opinions, seek gppropriate treatment and get support.

“NAMI isagreat organization. We are very activein legidation, advo-
cacy and education. Your NAMI in Cdiforniais extremely activein leg-

David Spierman idative issues”
Mary Truman On March 12, 2002, Andrea Y ates was found guilty of murder
of 3 of her children.

Medical Advisory Board
Neal Swerdlow, M.D., Ph.D., Chair
Alan Abrams, M.D., J.D., FCLM
Kristin Cadenhead, M.D.
Gabrielle Cerda, M.D.
Dan Sewell, M.D.

Executive Director
Bettie Reinhardt
exudir@namisandiego.org

On March 15, 2002, Andrea Y ates was sentenced to lifein
prison. A minimum of 40 years must be served.
Don't let our education, advocacy and support end.
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SAVE THE DATE!

Coming June 15, 2002, the An-
nual NAMI-SD Walk-A-Thon!
"Strides for Mental Health: Build-
ing Healthy Minds and Bodies"

Planning is underway for our fund
raiser Walk-A-Thon, to be held in
Balboa Park on Saturday, June 15,
2002.

The Walk is scheduled to begin at
9:00 a.m. It will start at Laurel
Street and proceed along 6th Ave-
nue.

Pledge sheets will be available at
the beginning of May to sign up
Sponsors.

A great Resource Fair is being
planned with lots of vendors, in-
formation and fun.

Keep those tennis shoes handy!

Did you know?

The most shocking thing
about mental illness is
how little people under-
stand it.

| Am Not Sick, | Don’t
Need Help!!

Thisimmensdy popular and even
more immensdy useful little book is
available by loan from the Albright
Center or yoursto keep for a con
tribution to NAMI San Diego of

Legidative Update
April, 2002

by Caroline Hamlin
Shelter Plus Care Renewals
On November 26, President Bush signed into law the HUD funding package
for Fy 2002 (HR2620). In asignificant victory for supportive housing, this bill
included full funding for Shdlter Plus Care renewals.

Supportive Housing Victory

In alandmark endorsement of supportive housing, this year’ s federd budget for
the Department of Health and Human Service (HHS) includes a $400,000 ear-
mark for the Corporation of Supportive Housing (CSH) to work with commu-
nities on providing menta hedlth and substance abuse services in supportive
housing. Thisyear's HHS budget includes sgnificant increases for other tar-
geted homeless programs representing an overal 21% increase above last year.

The targeted homeless programs that will benefit from the increase include:

Homeless Veterans Reintegration Project (up from $17.5 millionin FY’ 01
to $ 18 million,andto 25 millionin FY *02).

Health Care for the Home ess (up from $100.5 mil. to $113.4 mil.)

Projects for Assstance in Trangtion from Homelessness (PATH) (up from
$36.85 million. to $39.85 million.)

Targeted Addiction Program (up from 10 mil. tol $19 mil.)

Trangtional. Living Program for Runaway and Homeess Y outh (up from
$69.1 million to $88.1 million.

Education and Homeless Children (up from $35 million. to $50 million.)

The above information was taken from the Corporation for Supportive Housing
newd etter

AB 2034 Update

According to Ms. Adrienne Berlin, project manager for AB 2034, the San Di-
€go Integrated Service Program, whose aim is to reduce homel essness among
the mentdly ill in the downtown areg, the program is a success. 2034 provides
case management, rehabilitation, and recovery services, physical hedth serv-
ices, and housing. Organizations who partner in this program are Telecare Cor-
poration, Community Research Foundation, Episcopal Community Services,
Family Hedlth Centers, Catholic Charities, Probation Department, HOT Teanm/
SD Police Department, and County of San Diego Mentd Hedlth Services.
Among other accomplishments Ms. Berlin reports that in the past year home-
less episodes decreased by 90%, incarceration days decreased by 68%, and
hospital days decreased by 62%. More than 200 people are enrdlled in the
program.
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Schedule of Meetings

NAMI SAN DIEGO
University Christian Church
3900 Cleveland Ave., San Diego
Call (619) 543-1434 or
1-800-523-5933

First Thursday of each month.
See page 1 for information about this
month’s program.

Evening NAMI-SD Support Group
Third Thursday, 6:45 p.m.
Note New site, 4480 30th Street

Morning NAMI-SD Support Group
Third Tuesday, 10:00-12:00 a.m.
Note New site, 4480 30th Street

Sharp Mesa Vista Hospital

Sharing and Caring

Fourth Thursday, 6:30—8:30 p.m.
Executive Conference Room

Sharp Mesa Vista Hospital

7850 Vista Hill Avenue (858) 278-4110

Sibling and Adult Children’s Group
Second Wednesday, 7:00- 9:00 p.m.
Scripps Well Being Center

Adjacent to the UTC Mall

Call Monica Astorga at (858) 483-9370

Clairemont Area NAMI Support Group
Second Monday, 7:00 - 8:30 p.m.

St. David’s Episcopal Church (Library)
5050 Milton St., (619) 276-4567

La Jolla NAMI Support Group

First Tuesday, 7:15 - 9:00 p.m.

La Jolla Presbyterian Church Lounge
7715 Draper Avenue, (858) 457-5057
(Entrance on Kline St.)

El Cajon (East County)

Second Wednesday

6:30-8:00 p.m.

562 E. Main St.. El Cajon,

Forough Douraghi: (619) 401-5440

South Bay—Spanish

Fourth Monday, 6:00-8:00 p.m.
Call Luz Fernandez

(East County clinic)

for location (619) 401-5500

La Mesa
Second Thursday, 6:30—8:00 pm
San Carlos Library,

NAMI NORTH INLAND
SAN DIEGO COUNTY
P. O. Box 300386
Escondido, CA 92030-0386
(760) 745-8381

Second Tuesday each month, 7:00 pm.
Education Meeting
Bradley Center (Kinesis North)
474 W. Vermont Ave, Escondido
(760) 745-8381 or 1-800-523-5933

On April 9th at 7 pm our speaker will be
Roberta J. Robinson, Attorney at Law
Who specializesin Probate, Estate Planning,
and Trust Law.

The Topic will be:

“How to Protect our Loved Ones When we
arenoLonger Here’

. Bring your questions
The publicisinvited to attend.

Free NAMI newsletter available

For further information please call
(760) 745-8381

Share & Care

First, Third, Fourth (& possibly Fifth)
Tuesday of each month.

4:00 - 5:30 pm. at Joslyn Senior Center

NAMI NORTH COASTAL
SAN DIEGO COUNTY
P. O. Box 2235
Carlsbad, CA 92018
(760)722-3754
St. Michael’s by the Sea Episcopal Church
Parish Hall, 2775 Carlsbad Blvd.
(760) 722-3754 or (800) 523-5933

Third Wednesday, 7:00 p.m.
Education Meeting followed by
Share & Care at 8:40 p.m.

For April 17th the education meeting topic
will be
“....because children are the future”

The speaker will be: Saul Levine, MD
Chairman, Dept of Psychiatry, Children’s Hosp
Dir, Inst. of Behavioral Health, Children’s Hosp.
Prof. & Dir., Child & Adolescent Psychiatry, UCSD
Program Dir, UCSD Child & Adult Psychiatry Svcs

710 Easl Park Ave, Escondido
Call (760)745-8381

New Share and Care Meeting

First, Third, Fourth (& possibly Fifth)

Monday of each month.

Starting at 6:30 p.m.

“Patomar Pomeradio Betraviora Heatthr Btdng———
1540 East Valey Parkway, Escondido

Call (760) 745-8381 for further information

NAMI PATTON
c/o Patton State Hospital
3101 E. Highland Avenue
Patton, CA 92639
Fax: (714) 963-9961

Third Sunday, 11:45 am. - 1:15 p.m.
Administrative Meeting Room
3101 East Highland Avenue

Patton, CA (909)425-7000

NATIONAL DEPRESSIVE &

MANIC DEPRESSIVE ASSOCIATION
Call (800) 826-3632
for meeting places and times.
San Diego-L a Jolla Chapter
Sponsor ed by
Dr. John Kelsoe, UCSD
Every Monday at the VA Hospital La Jolla,

Share & Care

Fourth Tuesday - 5:00-6:30 p.m..
North Coastal Mental Health Center
1701 Mission Avenue #A, Oceanside
(760) 967-4475 or (760) 722-3754

Share and Care

Second Thursday at 6:00- 7:00 p.m.
Tri-City Medical Center, Mental Health Unit, 4002
West Vista Way

Oceanside (760)940-5700

Pastoral Share & Care

Fourth Thursday - 7:30 p.m.

2807 Ocean St., Apt. 301, Carlsbad
. ird |

Call first for security reasons.

Spouse Support Group

First Thursday of each month
6:30—8:30 p.m.

Carlsbad

TARA Borderline Personality Disor der
Support Group
1* & 3 Wednesday monthly
Carlsbad Community Church
3175 Harding Street
Carlsbad CA 92008
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Client Corner

IN OUR OWN VOICE

A recovery-education program
presented by trained consumer
presenters/facilitators to other
consumers, families, friends
and professionals.

It is for anyone who needs to know
how people with schizophrenia
and other serious mental illnesses
cope with the realities of their
disorder while recovering and
reclaiming

productive lives with meaning

and dignity.

If you are interested in training as
a presenter or attending a
presentation,
please call:

Kamala Castle
At 619 584-5568

Always wear a Silver Rib-
bon™

To show you care about someone with
abrain disorder!
To help break down the barriers to treatment
and support!
To help eliminate the stigma against those
who suffer!
To show you believe there is HOPE
through education and research!

The Access & Crisis Line

1-800-479-3339
24-hours a day 7 days a week
Professional counselors
Multi-lingual capability
Spanish speaking counselors

The Consumer Center for Health
Education and Advocacy

If you need help getting mental health
care services, please call or write us.
We are ready to help you.

1475 Sixth Ave., 4th Floor

San Diego CA 92101
1-877-734-3258 Toll Free

The Meeting Place, Inc.
4034 Park Blvd., San Diego

(619) 294-9582

Open Monday - Saturday

10:00 am. - 4:00 p.m. Monday to
Friday

11:00 am - 3:00 p.m. on Saturday

Corner Clubhouse

2852 University (at Utah)

San Diego (North Park) #7 Bus Line
(619) 683-7423

Open Monday - Friday

8:00 a.m. - 4:00 p.m.

Friend to Friend

1009 “G” Street

San Diego

(619) 238-2711

Open Monday - Saturday

10:00 a.m. - 6:00 p.m.

A peer advocate is available
Thursday, Friday (morning) and
Saturday

Mariposa Clubhouse

560 Greenbrier, Suite .102, Oceanside
(760)439-6006

Open Monday - Friday

8:00 a.m. - 4:00 p.m.

Open Saturday & Sunday

10:00 a.m. - 2:00 p.m Brunch

Friends

144 Copper Ave. Vista
(760) 941-2153

Open Saturdays
1:00-4:00 p.m.

East Corner Clubhouse

562 East Main St., El Cajon
(between Mollison and Avocado)
(619)401-6902

Fax: (619)401-1751

Open :

Mon.,Tue, Thur,Fri..

8:00 a.m.- 2:00 p.m.

Wednesday 8:00 a.m. - 6:30 p.m.

Saturday - 10:00 a.m. - 2:00 p.m.

Visions @ 5" and H
499 “H” Street, Chula Vista
(619) 420-8603

Open Mon., Wed., Fri., Sat.
Noon - 7:00 p.m.

Sun. -- Noon - 5:00 p.m.

T

Scholarship Funds

Call the Allbright Center
for information about
scholarship funds.

Consumer Peer Support Groups
See the announcement on Page 3
regarding peer support groups for
Consumers

Employment Services
1202 Morena Blvd., Suite 201
San Diego, (619) 276-8071

The Access Center of
San Diego

1295 University Avenue
San Diego, (619) 293-3500

The Creative Arts Consortium
P. O. Box 3053

San Diego, CA 92163-3053
Admin—Call Jane (858) 481-7069
Art—Call Michelle (619) 589-2434
Literature—Call Jim (619) 299-1753

Job Options

2727 Camino del Rio South
San Diego

(619) 688-1784 (Valorie)
Open Monday - Friday

8:00 a.m. - 5:00 p.m.

San Diego Parks and Recreation
Disabled Services Program:

Ask for “The Leisure Seekers” group
activities and calendar. No formal
registration. Simply call ahead of
eventand say

“l want to sign up for the event”

(619) 525-8247

Patient Advocacy Program
5384 Linda Vista Road, Suite 304
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(Continued from page 1)

When consumers think about research, we tend to as-
sume it means medication tridsinvolving potentidly risky
drug washouts — during which patients go off &l medication —
and placebo periods. However, much research involves a
lower degree of risk, including protocols that offer subjects
state- of-the-art evauations that can help them manage their
illness

| was naturaly apprehensive at the outset of the 1993
trid, | wondered if | would be assgned to the riskier arm of
the study. As chance would haveit, | wasin the safer group
and it went smoothly. At the time, though, | was convinced
my psychiatris placed mein the lessrisky arm of thetrid.
Thisisacommon misperception, but, in fact, group assign-
ment is completely random.

But as consumers we should be aware that research is not
treatment. Many protocols may benefit participants, but that
isnot their primary purpose. The god of research isthe ad-
vancement of scientific knowledge. For that reason, well-
informed consumers must ask researchers questions before
and during the process.

It is aso essentid to fed safe and know that your partici-
pation is completely voluntary. Likewise, you should know
that you have the right to leave astudy at any time for any
reason.

The very nature of mentd illness can render us unable to
comprehend a protocol’ s risk- benefit ratio, or cause usto
mistrugt researchers or to misperceiverisk. Thus, it may be
appropriate — even necessary — to involve family and friends
when consdering a research protocol. For example, the
support and perspective of my family helped me complete
my research trid and switch successfully to anew medication
that Sabilized me for eight years.

The possibility of relapse and the loss of decison-making
ability aso worries consumers. Having a durable power of
attorney, or DPA, to make decisons on your behalf will en-
sure that your wishes are accomplished. Also important are
advanced directives, contracts that alow volunteers to make
choices in advance about their participation should their deci-
sion-making capacity be hindered.

With the proper protectionsin place, psychiatric research
can be arewarding experience for us as consumers. As
partners with scientists and trestment professionds, we can
be proud to be part of the discoveries that may lead to the
eradication of mentd illnessin this century.

An Open Letter to My AMI Family:

Severd years ago | became aHUD landlord in
order to provide a home for a couple with mentd ill-
ness who had a HUD voucher but no place to rent.

The process was smple and painless.

Now, as you know, rentdsin San Diego County
are expensive and hard to find. Because of this,
many landlords with their eyes on the dollar are find-
ing away to evict HUD tenants so they can get
higher rents. | don’'t have to tell you what athreat of
homel essness means to our people.

The Housing Authority, which funds HUD tenants
has countered by raising the “reasonable rent level”
which it will pay, BUT, there are dill so few rentas
to be found that many of our people have to give up
the HUD certificate they have waited years for, and
continueto live in either aboard and care, very sub-
sandard “ chegp” housing, or even at home with you.
When there are no openings in the Board and Cares,
people who cannot be placed upon hospitd or criss
house discharge are given alist of places to cal on
their own and often become homeless by default.

Would you liketo help in avery significant
way?

Here is something we can dl consder. If you
own any kind of rentd property , you can easily be-
comeaHUD landlord. Thisincludes anything: a
traller, sudio, or multi-bedroom apartment or a
house. Sorry, no rooms in boarding homes.

Y ou will receive a very reasonable rent, part of it
direct from HUD. Your firg renta agreement can be
for aslittle as six months. You have dl therights,
including right of refusd, that landlords traditiondly
have. Y ou will never lack for atenant for asyou
know, our people are desperate for aplaceto live on
their own. Y ou have for them the additiona advar+
tage of knowing about mentd illness and being sym-
pathetic without sacrificing any of the ordinary ex-
pectations of alandlord.

Please contact me for details. We need to help our
own. .If we don't, who will ?

Jane Fyer, (858) 481-7069
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@ NAMI San Diego
2002 MEMBERSHIP APPLICATION

NAMI San Diego relies on its membership and your generous contribution to continue providing support and services to people with mental
illness and their families. To join NAMI San Diego, renew your membership or make a contribution, complete the information below and
enclose your check payable to NAMI San Diego and mail to: P. O. Box 710761, San Diego CA 92171-0761.

Name:
Street: Home Phone #
City, State, Zip: Work Phone #
Dues are from January 1 to December 31 of each year and Check relation to client:
include membership and newsletter subscription to NAMI and NAMI California. '
| would liketojoin NAMI San Diego at the following level: ___ Parentof Agult
Parent of child (under 18)
Regular Membership — $40.00 Check one: () New Member ( ) Renewa Sibling
Professional Membership — $75.00 (includes office display of NAMI brochures) Spouse
Consumer Membership — $10.00 Newsletter Subscription Only — $15.00 Professional
Open Door Membership $3.00 (consumer, consumer family & friends in financial need) Other
ANNUAL SUSTAINING DONORS Saif
Bronze Donor — up to $99.00 Benefactor — $500.00 — $999.00
Silver Donor — $100.00-$249.00 Patron — $1,000 + Please send me volunteer
Gold Donor — $250.00-$499.00 | prefer my contribution to be anonymous
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