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JANUARY 6, 2021 - Virtual Support Group Meeting through Zoom.us 

 
GENERAL MEETING 

7:00pm – 9:00pm 
 
An invitation will be sent to all of our support group members.  If you do not receive an invitation but 
wish to attend, please contact Candy Venezia by email at cvenezia@aol.com or phone 412-361-8916. 
For security purposes, only those who reply to the invitation will be admitted to the meeting.  
 
We are also having MID-MONTH virtual meetings.  Watch for invitations by email. 
_______________________________________________________________________________ 
 
Happy New Year to all of you.  
MAKING A DIFFERENCE ONE PERSON AT A TIME                                                   taken from NAMI Blog Online 
While meeting my first client as a peer coach, I was nervous. 
 
Steve, my client, was in his 60s and could barely mumble “good” after I asked how he was.  He has 
schizophrenia as well as cognitive disabilities. 
 
Even though I struggled with my own paranoia and delusions, I felt intimidated by him at first.  Going through 
psychosis made me realize how little control you have when ripped from reality. 
 
My boss and I made a recovery plan with Steve’s mother.  Steve waited patiently, but he had an uncomfortable 
stare. 
 
We had a common diagnosis, but each person is different.  Judging him, my first thoughts were I’m not like 
him, am I?  Do I make other people feel uncomfortable? 
 
As a new peer coach, I was unsure if I would be able to do my job.  I didn’t know if I would be able to make a 
difference in Steve’s life. 
  
A Rocky Start 
My first time visiting Steve at his house, I greeted him and asked how he was that morning.  He mumbled a 
reply, but I couldn’t make out what he said.  I was nervous, but at the time I didn’t realize maybe Steve was 
nervous also. 
 
During all of our conversations, he avoided answers with more than one word.  I kept thinking, this is not going 
to work out. 
 
Months passed by and I wasn’t feeling any closer to Steve, let alone feeling like I was making a difference.  I 
feel ashamed to say this, but on our visits, he became invisible to me.  Because of his cognitive disabilities and 
little to no responses, I started to give up on Steve. 
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At that time, I started a YouTube channel and website called Schizopedia.  I was using the channel to share 
stories about people living with schizophrenia and trying to spread awareness.  On my visits with Steve, I was 
busier checking how many likes and subscribes I was getting than actually paying attention to Steve. 
Then, the COVID-19 pandemic hit and our sessions were put on pause.  A week later, Steve called me and we 
had our longest conversation we had ever had.  He asked me how I was doing and he told me about himself. 
He didn’t want to get off the phone.  He missed me. 
 
Finally, there was Steve, waiting for me to open my eyes. 
  
Connecting With Steve 
My YouTube Channel faded away and I lost motivation to make more videos.  Even though I felt like a failure, 
time with Steve saved me.  One sunny day at the beach, Steve smiled at me, and it made me smile.  Steve 
was so content and happy, and his happiness was contagious.  When we talked, his words were short and 
simple, but wise at the same time. 
 
After we got out of the water, we just sat on the beach.  Usually, he would be restless and want to go home, 
but we just sat and enjoyed the warmth of the sun. 
 
When I didn’t spend all my time on the phone checking likes and subscriptions, he noticed.  He knew I wasn’t 
ignoring him, I could see it in his eyes and body language. 
 
I asked myself, what else could I do to connect with him? 
 
I decided I wanted to write him letters because I thought it would be nice for him to receive something in the 
mail. 
  
Everyone Can Make A Difference 
Through my experience with Steve, I learned I could make a difference in one person’s life, and my opportunity 
was right in front of me. 
 
I started to notice small things, like smiling.  There is so much you can communicate with a smile.  t sounds 
small, but my new job was to smile at Steve every day and try to bring joy into his life. 
 
Treating someone living with mental illness with dignity and kindness is one of the best things you can do for 
them.  And it’s something Steve and I reciprocated.  We made each other feel important.  And seeing our 
impact became obvious. 
I later realized that Steve was the coach in this story, and he was the one who made a difference in my life. 
 
_________________________________________________________________________________________________ 
 
________________________________________________________________________________________ 
 
THE WAITING ROOM                 Taken from NAMI Blog Online 
 By Linda Wycich Levenson | December 9, 2020 
 
Years ago, I sat in the waiting room of one of Pittsburgh's “best” mental health hospitals and breathed deeply. 
It was the beginning of a journey that had its roots in mental illness. Over the course of weeks that turned into 
days, and months that turned into years, I supported my sister through the world of medications, therapy, 
treatments and heartbreak. 
 
The patients, or clients as they were called, were sometimes surrounded by caring family members or friends 
who felt their pain, tried to help and faced frustrations in the journey they were on.  There were varying degrees 
of concern and, sadly, some who cared for them dropped out, gave up and quit.  Some just abandoned the 
person in pain.  I found disdain for those who couldn't face the challenge.  It may be hard for them, but it paled 
by comparison to those who were trapped in the jaws of mental illness. 



 
I would park my car after driving over two hours to get to the hospital and wait for visiting hours.  There were 
times I went to Heinz Chapel on the University of Pittsburgh campus to seek solace.  Its beauty and majesty 
gave me comfort. I entered the front door after walking up the steps, saying a prayer on each step.  I decided 
after several visits that God needed to help my sister more than me, so I changed my chant as I went up the 
steps.  It went from “Help me God” to “Help my sister God.”  I decided I could have the last step for my own 
request and returned to saying on the last step, “Help me God.”  I felt alone in this journey.  And outside of the 
medical professionals and social workers, I was alone.  Our immediate relatives did not want to be involved. 
 
Each time I went, I would wait in a small area outside the elevator by the door to the ward.  There were times I 
waited with other visitors (there were never very many) until we were allowed in.  It was during these waits that 
I became aware of the others. The ones, like me, who were there.  We would do what we could.  We would do 
what we thought would help.  We would do anything.  Could we make it better? 
 
It was during one of my waits that I sat beside an elderly woman.  Her son was maybe in his 50s.  He looked 
through the small window in the door at her.  She obviously had been through this several times.  How many 
times, I wondered?  “He's not happy,” she said.  She breathed deeply and said, “He'll probably go from here to 
a personal care home.”  I wondered if that is where my sister and I were headed.  The nurse opened the door. 
He anxiously waited to talk to his mother.  I was not so lucky.  My sister was still upset that she was there.  I 
had to seek her out.  She said little.  After a brief visit, I talked to the social worker.  She was trying to be 
helpful.  There were no easy answers.  There wasn't a clear path forward. 
 
Waiting For Her Meds To Work 
The weeks went on, and the routine continued.  My sister did not progress.  My visits continued.  Some being 
no more than 10 minutes long.  I waited one visit with a group of women.  They had a purpose for their visit. 
They were going to do their loved one’s hair.  They talked, laughed, took it all in stride.  How could I achieve 
this attitude?  Their loved one was silent as they fussed over her.  They chatted with her and tried to get her 
involved.  Even though it didn't seem to be working, they never hesitated, and they never stopped.  I saw them 
weeks later and their loved one was much better.  The meds were working.  How wonderful I thought.  Can this 
happen to my sister? 
 
The social workers were wonderful, and they let me come in and visit even if it wasn’t visiting hours. They 
knew I was driving in from out of state, and it made my weekly visits a little easier.  The doctor said I would see 
a change in my sister in about two weeks once the meds started working.  I waited.  One visit, some of my 
sister’s meds were changed to the evening so she wouldn't get so sleepy during the day. This was one of the 
best moments we’ve had.  She was clear, talkative, together.  Our talk that night was something I will hold in 
my heart forever.  She was the sister I had known.  I left the visit on cloud nine. 
 
I went in the next morning expecting to see the sister I saw the night before.  It didn't happen.  She returned to 
the mental darkness that will always haunt her.   I was not able to push my emotions back that night.  It hurt. 
The journey continued. 
 
Waiting For Us To Find A Way Forward 
After 90 days, they told me that my sister would be transferred to a long-term facility.  The new place was 
geared to give her some freedom.  A new waiting room.  A new group of families, each trying.  Each of us in 
anguish. 
 
In the new facility, I waited in a room that was friendlier.  It had tables, books and games that we could use. 
My sister would have none of it.  She wasn’t talkative in the least and was still not happy.  The meds would 
have to be adjusted. 
 
I didn't know it at the time, but it turned out to be the best facility that she would be in, and she did progress. 
But as I now know, it is a journey.  It is filled with hope and despair.  We continue finding our way.  My sister is 
stable.  She has adapted to her new lifestyle.  We enjoy our visits.  She interacts more.  I visit her on a regular 
basis, and she waits for me when I come to see her. 
  



Linda Wycich Levenson was born and raised in a suburb of Pittsburgh, PA. She attended Kent State University where she met her 
husband of 45 years. Linda is the proud grandmother of two boys and the sister of one special lady. 
 
__________________________________________________________________________________________________________ 
 
WHAT IS A POOLED SPECIAL NEEDS TRUST?                                          Taken from Nami Blog Online 
By Joanne Marcus, MSW | December 18, 2020 
 
1 in 5 adults have a mental illness and nearly 1 in 25 adults have a serious mental illness.  When an illness 
impacts the individual’s ability to work or manage their finances, a plan is necessary to ensure careful 
management of funds.  There are multiple options for future financial planning for loved ones with mental 
illness, but one such option is a Pooled Special Needs Trust (PSNT). 
 
This article provides information about PSNTs, the benefits of using a PSNT, what can be paid for by the trust, 
and the steps to establish one. 

 
Understanding PSNTs 
A PSNT is administered by a nonprofit organization that manages and invests funds for people with disabilities. 
The funds are used to enrich the quality of life of the beneficiary and to protect government benefits, such as 
Supplemental Security Income (SSI) and Medicaid.  The funds are pooled together for investment purposes, 
which reduces administrative fees and provides an opportunity for growth. 

There are two types of trusts: 

1. Third-Party: frequently established by a parent or a relative and can be funded with a will, insurance 
policy or gift. 

2. First-Party: established with the beneficiary’s own funds, usually as a result of a personal injury or 
workers’ compensation award or social security back payment. 

 
For families that are setting up a third-party PSNT and planning for the future, it is helpful to ask the following 
questions: 

● What financial support will my loved one need when I am no longer here? 
● Will my loved one be able to enjoy the same quality of life that they have now? 
● Who will administer the trust and ensure that the funds are managed and used for the benefit of my 

loved one? 
● How can I ensure that eligibility for Medicaid and SSI benefits will not be jeopardized? 

  
The Benefits Of A PSNT 

● Affordable, comprehensive and specialized services: A PSNT administrator specializes in working with 
individuals living with mental illness and their representatives. PSNT staff members often have a 
degree in social work and years of experience. 

●  
Oversight and impartiality: professional trust administration ensures the trust is used for the sole benefit 
of the beneficiary, and the funds are spent sensibly, properly invested and disbursed. 
 

● Protection of public benefits eligibility: PSNT staff members are knowledgeable about the rules 
governing Supplemental Security Income (SSI) and Medicaid and ensure these benefits are not 
jeopardized. 
 

● The funds are pooled together, which reduces administrative fees and provides an opportunity for 
financial growth. 
 

● There is fiscal oversight to ensure that funds left for the beneficiary meet their intended goals. 
  

https://www.nami.org/mhstats
https://www.specialneedsalliance.org/blog/when-should-you-consider-a-pooled-trust/


What Can The Trust Pay For? 
Disbursements are not permitted for food or shelter if the beneficiary receives SSI but can pay for expenses 
that enrich the quality of life of the beneficiary. 

Examples include: 

● Medical/dental services (not covered by insurance) 
● Computer/internet services 
● Pre-paid burial expenses 
● Assistive technology/education expenses 
● Clothing and transportation 
● Caregiver services 

  
How Can I Set Up A PSNT? 

1. Determine what will fund the trust: Inheritances, life insurance policies, employer benefits and gifts 
from friends and family are all common ways to fund a PSNT. 
 

2. Professional advice: The laws pertaining to Pooled Special Needs Trusts are complex.  It is therefore 
essential to seek advice from estate planning attorneys, financial planners and case managers — they 
are there to help guide you.  Each can give their perspectives on long-term financial planning that will 
best suit your situation.  Be sure to discuss their expertise in special needs trusts and how a PSNT 
could benefit your individual situation.  One potential resource is the Special Needs Alliance, an 
organization comprised of attorneys with specific expertise in financial planning for people with 
disabilities. 
 

3. Find the right trust administrator: It is important to find an administrator you can trust.  Look for an 
administrator who is sensitive to people living with mental illness, ensures funds are professionally 
managed, has a procedure for reviewing disbursement requests fairly and handles them promptly. 
Compare fees, funding requirements and remainder policies. 
 

4. Ask questions and do your research: Planning for the future requires special attention and 
consideration. Decisions should reflect concerns and hopes for the future as well as thoughtful planning 
for the resources that will be available to address an individual’s needs. 

 
With its many benefits, a PSNT can be a convenient and cost-effective option for those living with mental 
illness. 

Joanne Marcus, MSW, is the Executive Director of Commonwealth Community Trust (CCT), a 501(c)(3) nonprofit organization that 
administers affordable and efficient pooled special needs trusts. Founded in 1990, CCT has served more than 1,800 clients nationwide. 
With expertise in benefits protection, the CCT staff provides responsive trust administration services in a cost-effective and 
compassionate manner. For more information about CCT, contact Joanne at jmarcus@trustcct.org or 804-740-6930. 
Visit www.trustCCT.org for information and additional resources. 
 
_______________________________________________________________________________________ 
 

NAMI MEETINGS – 2021 
VIRTUAL UNTIL FURTHER NOTICE 

 
January 6, 2021 July 7, 2021 
February 3, 2021 August 4, 2021 
March 3, 2021 September 1, 2021 
April 7, 2021 October 6, 2021 
May 5, 2021 November 3, 2021 
June 2, 2021 December 1, 2021 

https://www.specialneedsalliance.org/
mailto:jmarcus@trustcct.org
https://commonwealthcommunitytrust.org/


 
 

HAPPY NEW YEAR TO ALL OUR FAMILIES AND LOVED ONES! 
2021 

 
 


