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First Monday May 5 

Board Meeting, 6:30 pm 

555 Northgate Dr., San Rafael 

Third Monday, May 19 

NAMI Marin General Meeting 

see page 8 

1st Wednesday, May 7 

FamFest, 6 pm, see page 8 

1st & 3rd Thursdays   
Latino Family Support Group, page 7 

2nd & 4th Tuesdays                       
Family Support Group, page 7 

Family-to-Family 12 Week Course 

Call (415) 444-0480 to sign up for 

next session starting September 2. 

4th Wednesday, May 28 

Volunteer Lunch Meeting, 11:30-

1pm in the NAMI Conference Room. 

NAMI Marin Calendar  

Saturday, May 31 
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Daughter of  someone with serious mental illness.  
Testimony of Sylvia Thompson before U.S. House of Representatives Committee                                                           

in SUPPORT of HR-3717ï Helping Families in Mental Health Crisis Act, April 4, 2014 

     My name is Sylvia Thompson and I am a professional client advocate 

and Care Manager as well as the President of the National Alliance on 

Mental Illness, Westside Los Angeles affiliate.  But that is not why I am 

here today. 

       Today I am my motherôs daughter.  I never knew anything other than a 

life surrounded by serious mental illness.  My mother was seriously      

mentally ill from as far back as I can remember.  Growing up in our family was like living in 

a combat zone where my motherôs serious mental illness terrorized every one of us.  It never 

felt safe because you didnôt know when the other boot was going to drop.  The drastic mood 

changes, intense paranoia, grandiose ideas, impulsivity, delusions, depression, and 

inappropriate anger created a frightening environment for a child who depended on her.  

This led to emotional and physical neglect, as well as emotional, verbal, and at times, 

physical abuse.  And yet, I loved my mother.  I watched as my father, and later my siblings 

and I, were powerless to help her. 

     My mother had zero insight into her illness.  She did not believe she was ill.  We call that 

Anosognosia.  It affects up to 40% of those with schizophrenia and bipolar.  Because she 

didnôt believe she was ill, she would not stay in treatment and as a result could not take care 

of herself, let alone me.  She had suicidal ideation, delusions I was possessed, multiple    

hospitalizations, and would disappear for spells of time...sometimes hours, sometimes weeks 

and we were powerless to do anything but watch her deteriorate. 

     I  went to college and got a degree in Psychology, became a patient advocate for the most 

vulnerable population, and now President of NAMI Westside, Los Angeles, I know what 

would have helped my mother and what would help the countless faces of serious mental 

illness I see day after day.  Much of that is in HR 3717.  It is the first bill to address the 

needs of the most seriously ill as opposed to the many bills that focus on helping the much 

higher functioning. 

     I  believe in self-determination for those who are capable but we must recognize 

that there is a small group of  people, like my mother, who are 

too ill to self-direct their own care.  To take the extreme case, 

John Hinckley was self-directing his own care when he decided 

the best way to get a date with Jodi Foster was to shoot 

President Reagan. We canôt pretend these people donôt exist 

because by doing so, we marginalize them.  They are our loved 

ones.  Our helpline gets calls everyday from parents, children, 

siblings, and spouses of individuals who are so ill they canôt 

acknowledge it and so refuse treatment.  They cower in their 

rooms believing the FBI planted a transmitter in their head.  

They refuse to eat for fear of being poisoned.  They believe 

their young daughter is the child of the devil and will kill them 

in a great battle.  The mental health system wonôt help them 

because they are not well enough to volunteer for treatment.  

The police canôt help until after they become dangerous.  Laws 

should prevent dangerous behavior not require it.  How I 

wish everyone was well enough to take care of themselves and 

use voluntary services but some are not. 

(Continued on page 2) 

 

ñAs her daughter who 

loved her,  

it was never easy 

 as we were 

abandoned by an 

inadequate mental 

health system.   

My mother was failed 

by this system,  

my family was failed 

by this system.   

I was failed by this 

system.ò 
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     We need Assisted Outpatient Treatment (AOT)  What 

would have helped by mother and would help some of those who 

call our helpline would be to have AOT as provided for in 

HR3717.  It is for very few of the most seriously ill, only those 

with a past history of multiple incidents of arrest, violence or 

hospitalization caused by refusing to stay in treatment. AOT 

allows judges to order them into mandated and monitored 

treatment and order the mental health system to provide the care.   

AOT reduces homelessness, incarceration, suicide, arrest, and yes 

violence.  By providing an off-ramp before involuntary 

commitment and incarceration,  it saves money and more 

importantly, it saves lives. 

     We need enough hospital beds for the most seriously ill 

who need hospitalization.  We are in dire need of more hospital 

beds, something HR 3717 addresses.  I deal with calls from 

families wondering what they have to do to help get a loved one 

who needs hospital care into a hospital.  California has only 5 

state hospitals with less than 7,000 beds.  90% of 

those who get into California psychiatric hospitals 

do so through the criminal justice system not the 

mental health system.  In California individuals with 

serious mental illness are four times more likely to 

be incarcerated as hospitalized.  Admission, without 

becoming a danger to self or others is virtually 

impossible.  That is criminalizing an illness.  Can 

you imagine that for Cancer or Alzheimerôs  

Disease?   

     We have to free family caretakers from 

HIPAA Handcuffs so they can provide care to 

loved ones.  Information is readily available to 

programs that are paid to provide case management 

services or  housing for mentally ill, but is withheld 

from parents who do it out of love.  Again, to take 

an extreme case, while authorities identified both 

*James Holmes and **Jared Loughner as needing 

help, as a result of HIPAA and FERPA their parents 

were kept in the dark.  How can a family member, or in my case  

a daughter, ensure my loved one has transportation to an 

appointment if I donôt know when the appointment is; or ensure 

she stays on medications if I am not told what the medicines are?  

Families are given the responsibility to provide care for mentally 

ill loved ones, but not the information needed to do so and so we 

watch helplessly as our loved one spirals into madness while our 

hands are tied.  HR 3717 writes limited exclusions into HIPAA 

law so family/caregivers get the same information paid caretakers 

would receive. 

     We have to have community services that will let the most 

seriously ill into them.  We have to ensure that community 

services are in place to help the most seriously ill, period.  Right 

now, the ability to get into a program is inversely related to 

severity of illness.  The least seriously ill go to the front of the 

line while the most seriously ill are sent to jails, prisons, the 

streets, and morgues.  HR3717 creates a secretary of mental 

health who can help insure that when community services are 

introduced, they focus on the most seriously ill.  SAMHSA 

provides guidance to states on how to use Mental Health Block 

Grants.  That direction often includes limiting resources to only 

those who can self-direct their own care, leaving the most 

seriously ill unservedé.that excludes an entire population of 

(Continued from page 1) 

people who need our help the most. 

     We have to stop funding non-evidence based programs 

and groups that impede care for the most seriously ill.  We 

have to ensure that programs are evidence based to improve a 

meaningful outcome in people with serious mental illness.  Too 

many programs are measured by the claims of those who run 

them rather than independent investigators.  Dr. Sally Satel    

testified that only four of the 288 programs in SAMHSAôs 

national Registry of Evidence Based Practices focus on serious 

mental illness.  Further, SAMHSA seems to focus on soft 

measures for people much higher functioning like óhopeô and 

óempowermentô.  Those are very important, but we should also be 

measuring drops in suicide, homelessness, incarceration and other 

harder outcomes. SAMHSA is funding groups in California that 

are working to prevent implementation of policies that help the 

most seriously ill:  opposing reforms of HIPAA, opposing 

implementation of Lauraôs Law (AOT), opposing 

preservation of adequate hospital beds.  It is very 

hard for us to improve care for the most seriously ill 

in California when SAMHSA is providing funds to 

groups that oppose our efforts. 

     I urge you to pass HR3717.  It is wonderful and 

noble for Congress to want to improve the mental 

health for everyone, to help the higher functioning, 

but by doing so, we cannot ignore the most seriously 

ill and for too long we have.  They are the most 

vulnerable and they need your help.   

     For over thirty years, my mother struggled with 

delusional ideas, grandiose thinking, paranoia,  

anxiety, and depression.  She had left the family 

home and lived in an apartment in a state of total 

squalor, surrounded by stacks of newspapers and 

magazines dating back 15 years, rotten food, human 

feces, dead rodents.  She continued to lash out and 

alienate herself from us even though we had always 

tried to do what was best for her. 

     Iôve spoken quite graphically about my mother today but you 

should also know she spoke 7 languages fluently, knew every 

opera libretto, and was a gifted pianisté.she was passionate, 

creative, and lovingé.she was someoneôs daughter, someoneôs 

sister, someoneôs wifeé.and mother to 6 amazing children who 

were desperate for her presence and her love. 

     Her inability to acknowledge her illness was not a choice.  It 

was a symptom that robbed us all of her amazing qualitiesé.that 

robbed me of my mother.  I am proud to be my motherôs 

daughter.  I inherited her passion, her creativity, her musicality, 

her outside the box thinking. 

     As her daughter who loved her, it was never easy as we were 

abandoned by an inadequate mental health system.  My mother 

was failed by this system, my family was failed by this system.  I 

was failed by this system.  Thank you. 
 

Would you like to help?  Call Congressman Jared Huffmanôs 

office today, 415-258-9657,  and ask him to sponsor HR3717.   
 

http://democrats.energycommerce.house.gov/index.php?

q=hearing/hearing-on-hr-3717-the-helping-families-in-mental-

health-crisis-act-subcommittee-on-health-a 
 

*   Movie theatre tragedy in Aurora, Colorado, July 2012 

** Gabby Gifford tragedy in Tucson, Arizona, January 2011 

ñRight now, the 

ability to get into a 

program is 

inversely related to 

severity of illness.  

The least seriously 

ill go to the front of 

the line while the 

most seriously ill 

are sent to jails, 

prisons, the streets, 

and morgues.ò  
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Presidentõs Letter 
NAMI Mental Health Walk ñ May 31st  
By Peg Super 
     Once again I am happy to be heading 

up (along with my husband, Rik) NAMI 

Marinôs participation in the annual NAMI 

Walk.  This year the NAMI Mental Health 

Walk in Golden Gate Park takes place on 

Saturday, May 31, 2014 and is our main 

fundraiser.  Rik and I look forward to this 

time of year because it gives us a chance to share with so 

many people about the work of NAMI and about this in-

spiring event in particular.  While the chance to walk with 

family and friends and to raise money for such a worthy 

cause is very worthwhile, I especially value the opportu-

nity for us all to be together to celebrate and to demon-

strate to ourselves and to anyone that attends the Walk that 

we are a joyous, strong and connected organization. 

     As many of you know, we are a nonprofit volunteer 

organization dedicated to building an accepting, recovery 

oriented community for people living with mental illness, 

and for their families.  We depend on and are very grateful 

for your support. 

     Walk donations provide over one-third of needed in-

come for the following programs and services which we 

provide free of charge: 

¶ General Meetingsðwith expert speakers. 

¶ Help Line and Office Library                                                         

with outstanding resources. 

¶ Family Support Groupsð bi-weekly groups                                            

in English and Spanish. 

¶ Family-to-Familyð12 week education courses              

held three times a year. 

¶ NAMI Marin Newsletter issued 9 times annuallyð

with educational and motivational articles, program 

notices, and listings of local resources. 

¶ Advocacyðworking to improve and increase services 

for people with mental illness. 

¶ In-Our-Own-Voiceï speaking engagements by client 

presenters to outside groupsï a proven, powerful 

stigma buster. 

¶ FamFestï monthly dinners where clients and families 

get together for enriching connections. 

¶ A Speakersô Bureauï providing family and consumer 

speakers at meetings and events throughout Marin. 
 

Ways You Can Participate  

1. Join a team. 

2. Support a team or an individual walker with your      

donation. 

3. Let others know about NAMI Marin and the Walk and 

support them in participating.  

 

To make a secure online donation:  
 

     Select one of the teams listed below.  Go to the team 

URL, and use your credit or debit card to make a donation:  
 

Team Name                        Team Captain 
 

Buckelew Programs Sonoma Countyéé.Emily McDonald 

http://namiwalks.nami.org/buckelewprograms 

 

Hope Keeps Going 2014ééééééé.Becky Placek 
http://namiwalks.nami.org/HopeKeepsGoingBeckyPlacek 
 

Marin STAR Teamééééééééé...Roberta English 

http://namiwalks.nami.org/marinstar  
 

Marin StridersééééééééééééPeg Super 

http://namiwalks.nami.org/Marinstriders2014 
 

Miles Aheadéééééééééééé...Beverlee Kell 

http:// namiwalks.nami.org/MilesAhead  
 

The MG Squadééééééééééé.. Bob Holtz 
 

http:/ /namiwalks.nami.org/MGSquad2014 
 

Mind Matterséééééééééééé.Cynthia Jackson 

http://namiwalks.nami.org/MindMatters2014 
 

The Morgan Clanéééééééééé.Carrie Morgan 

http://namiwalks.nami.org/morganclan2014 
 

Super Walkers ééééééééééé...Rik Super 

http://namiwalks.nami.org/SuperWalkers 
 

Team Elpida 2014éééééééééé.David Hunter                                     

http://nmiwalks.nami.org/TeamElpida2014 
 

Turtle MedicineéééééééééééDavid Moss                                      

http://namiwalks.nami.org/TurtleMedicine2014 
 

Walkinô Robinsééééééééééé.Sue Roberts                                             

http://namiwalks.nami.org/walkinrobins2014 
 

Walking WarriorsééééééééééPatricia Carillon                                       

http://namiwalks.nami.org/WalkingWarriors2014  
 

The Morgan Clanéééééééééé.Carrie Morgan 
 

 

To make a donation by check :  Please make the  

check out to NAMI Walks Marin and send to: 

 

 
 
 

Earn 20% of dining bill:  
Moylanôs Restaurant, Monday, May 12 

Marin Brewing Co., Wednesday, May 21st 

Bring flyer on page 4 of this newsletter. 

 
 
 
 

 

Rik & Peg Super 

NAMI Walks Marin  

1150 S. Bascom Ave. #24 

San Jose, CA 95128 

http://namiwalks.nami.org/MilesAhead
http://namiwalks.nami.org/
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Elpida Houseï Walk Sponsor 

Resist the ôAsk to beõ  
An LPS Conservator  
By Beverlee Kell 
     Pat Tobin, a San Rafael attorney, gave a presentation 

titled LPS Conservatorship at NAMI Marin's March 

General Meeting. Tobin is certified with the Board of Legal 

Specialization in Estate Planning, Trust and Probate law. 

She worked as a Public Guardian-Conservator for Santa 

Cruz County, Chief Patientôs Rights Advocate for the 

Counties of Santa Clara and Monterey,  and works as a 

private attorney serving families of mental health patients 

in Marin.  

     Tobin first compared the 7 different types of 

conservatorship in California and explained the historical 

context.  The Lanterman-Petris-Short (LPS) law arose to 

secure rights AND services for the developmentally 

disabled, and so, developmentally disabled clients are 

ñentitledò to services.  By contrast, the LPS mental health 

conservatorship arose to protect patient rights from 

arbitrary commitment, and involuntary treatment, not to 

secure services.  Sadly, there is no entitlement to services 

for the mental health population.   

     Tobin explained that an LPS Conservatorship can only 

be initiated by the county and usually by the Public 

Guardian (PG).  It is usually initiated only after a patient 

has had more than one 5150 (72 hour hold) or a 5250 (14 

day hold) for hospitalization and typically, the conservator 

will want a solid treatment plan that will be provided.  At 

the same time, the Public Defender (PD) works on behalf of 

the client to carry out the clientôs wishes which is usually to 

block LPS conservatorships.  If the judge agrees to an LPS 

Conservatorship, the term is only one year and it may or 

may not be extended.  

     Tobin strongly advised parents against acting as their 

child's conservator.  She went on to say ñLet the public 

guardian do it.  You can be a much better advocate as a 

parent than as a conservator. As conservator you have all 

the responsibility and no authority. You will be 

overwhelmed by trying to manage the case.  Resist the urge 

to ask to be a conservator.ò 

     Tobin also pointed out that contrary to county guidance  

clients do not have to give up their private insurance in  

order to get Medi-Cal. This meeting was rich with advice 

and stark reality. Her blunt description of what usually 

happens to families when a member develops a severe 

mental illness resonated with the audience.  Tobin said, 

"The patient will be destitute and the parents under 

financial duress.ò 

 

 

Why do we walk for NAMI?  
 

Itôs the time of year we reflect on why we walk for NAMI 

and what it means to everyone affected by mental illness.    
 

Our hope is that:  

¶ no one will fear seeking treatment                                     

due to labels and stigma. 

¶ families are both supportive and supported. 

¶ no one feels alone. 

¶ when the next research tests the levels of stigma against 

the mental health community, there has been an im-

provement no matter how small. 

¶ the broken health care system gets fixed so that every 

person experiencing a mental health crisis have access 

to inpatient treatment for psychiatric care instead of 

ending up elsewhere in the system, like homeless    

shelters and jails.  

¶ the NAMI Mental Health Walk shows at least one   

person that mental illness is not seen as a life sentence, 

but one of the many paths on the roller coaster of life. 


