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Welcome to the winter 2001 issue of VIST INSIGHT newsletter. New York Harbor Health Care System VIST Program for legally blind veterans in the New York City area writes this newsletter. The newsletter provides information about VIST, Medical Center and community issues of special interest to legally blind veterans. Please feel free to contact either one of the editors with ideas, comments or questions.

Bill Kallenberg, CSW VIST Coordinator-Manhattan Campus 

212-951-6849

Maija Paegle, CSW VIST Coordinator

Brooklyn and St. Albans Campus

718-567-4083

Computer User Group

The New York Harbor Health Care System is currently setting up a computer user group for legally blind veterans in the New York City area who have completed computer access training. The group will facilitate communication among legally blind computer users who have questions about using the computer. It will also serve as a support network for legally blind veterans. VIST will put out information online of interest to legally blind computer users, but the group will be peer operated. For additional information, please contact Bill at 212-951-6849 or send an email to 

William.Kallenberg@med.va.gov.

You can get information about using Zoomtext and JAWS from a new group, which is just starting up.  It is meant to answer software questions, not hardware.  A VA Blind Rehabilitation Outpatient Specialist in Texas has started this List Serve.  There will be a number of informational things on line and they will try to answer questions of individuals on the List Serve.  Any veteran is free to enroll.  

 The plan is to use this List Serve for post BRC graduates to help strengthen their abilities and give them an outlet to ask questions.

To enroll an individual writes:

Lowvisionusers-subscribe@egroups.com
Once a person is enrolled they are sent a message where they only have to respond to confirm enrollment.

A person can write in by addressing a message or question to:

Lowvisionusers@egroup.com
There is also a web page in early development.  It can be fount at:

www.lowvisionusers.org . There is no cost and no advertising.

I'M SEEING THINGS THAT AREN'T REALLY THERE
By Candace Thelen

Many people with visual impairment report "seeing things that aren't really there."  This is fairly common amongst the veterans that come into the Blind Centers and it is referred to as the "Charles Bonnet Syndrome."

A Swiss philosopher and naturalist named Charles Bonnet first documented the syndrome in 1769.  He published an account of visual hallucinations that his grandfather had experienced.  Since then there have been various research studies and literature written on this syndrome.

According to the Oxford dictionary the definition of a hallucination is an "illusion; apparent perception of external object not actually present."

The perceiving individual readily recognizes Pseudo hallucinations as unreal in character.  Researcher Damas-Mora, ET al completed a review of literature and defined the Bonnet Syndrome as "the condition in which persistent or recurrent visual pseudo-hallucinatory phenomena of a pleasant or neutral nature occur in a clear state of consciousness.  Despite its vividness, clarity, and compelling character, it is recognized as unreal."

All researchers have indicated that this Syndrome occurs in psychologically and cognitively normal individuals; their experiences are not associated with medications; and it is associated with ocular pathology.  It occurs in more than half of the visually impaired population and they also indicate that these visual hallucinations probably occur more often then reported because in our culture one is thought of as "crazy" or "mentally ill" if they experience something that is not the norm.  Veterans have stated they did not want to tell anyone "because it is bad enough to lose my vision and now I'm losing my mind." 

The hallucinations can be simple or complex in nature.  Some of the most common are of simple geometric shapes (circles, rectangles), spider like lines, buildings, faces, people, flowers and brightly colored scenes.

People have reported seeing bricks, tinker toy shapes, quilts, basket weave designs, blinking lights, colored blobs, bushes and trees in the middle of sidewalks, circus people, and various animals.  They are aware that these hallucinations are not real because they can see real objects at the same time and this is why the term pseudohallucination is used.  It is only experienced visually and no other sensory input is experienced (there is no sound associated with the objects being seen).  Most people report not being afraid of what they see but rather find it intriguing, amusing and sometimes entertaining.  If they see people, they are not people they recognize.  This is important because there are visual hallucinations that are experienced by people that are not considered Charles Bonnet Syndrome.  A good example is a bereavement hallucination.  When someone has lost a family member sometimes they report "seeing their loved one at the foot of the bed."  This type of hallucination is considered to be a grief reaction.

It is not known what actually causes these hallucinations.  One theory suggests that a person may see shapes or dark blobs that reflect the damaged areas of their eyes (retina).  Another theory suggests sensory deprivation.  In very basic terms this theory suggests that the brain is used to a certain amount of stimulation.  When a person becomes visually impaired their brain is not getting the stimulation it needs so it "creates and fills in incomplete stimuli".  This is similar to the phantom pain syndrome that amputees often report experiencing.

There is no known treatment for the Charles Bonnet Syndrome.  Some people report closing their eyes for a few minutes helps the hallucination to go away and others report it makes no difference.  The only reported cases where the hallucinations stopped were when the person lost all remaining sight or had an operation (i.e. cataract removal) that restored some vision.  Otherwise, the management of the Charles Bonnet Syndrome involves physician recognition, empathy, reassurance and patient and family education.  Most people that experience these hallucinations often feel great relief when they find out that this is associated with sight loss and that it is not related to mental illness.  Please contact your VIST coordinator if you want to talk about your experiences or get more information about Charles Bonnet Syndrome.

Deep Sea Fishing Club

The Helen Keller Fishing Club is beginning its 53rd season. The club schedules fishing trips from ports in Long Island. It is the only deep sea-fishing club for people who are blind, deaf and deaf-blind. If you would like more information about joining the club please contact Walter Bach at Helen Keller Services for the Blind at 718-522-2122 extension 347.

Co-payment for VA Care?

Every year veterans are required to provide financial information in order to determine eligibility for VA Health Care. Your participation or decision not to fill out the necessary forms can affect your eligibility. Veterans who are 100% service connected, those who are more than 50% service connected, those who are 10% or more service connected, those on VA pension as well as ex-POW's are considered mandatory for VA healthcare purposes. If you are non-service connected and not in receipt of pension, the VA calculates your eligibility based on your income. If your income is too high then you are billed a co-payment for outpatient appointments and inpatient care in addition to medication co-payments.  However, if your income is within range for free care and the updated financial information is not provided, then you are automatically placed in the discretionary co-payment category.  If you suddenly notice that you are being billed for appointments.  Please contact VIST or the Financial Disclosure section at the VA.

BLIND ANNUITY
Please note - The New York State Blind Annuity increased to $83.33 per month as of October 2000.  Please remember that if you are getting the Blind annuity and improved VA pension, you must contact the VA regional office to inform them of the change in your income.  The increase will result in a reduction of your VA pension.   

Contact the VA Regional Office in writing.

Include your name and claim number/social security number. Send this to the following address: VA REGIONAL OFFICE, 245 WEST HOUSTON ST., NEW YORK, NY 10014.  TELEPHONE IS 212-807-7229.

BROOKLYN CORNER

NEW VIST SUPPORT GROUP AT ST. ALBANS

The first St. Albans VA support group for veterans with impaired vision took place on Tuesday, February 20th, 2001.   We met in "the pub" on the 2nd floor of St. Albans--room a-219.   Nine members attended.   Jim Ferris from recreation and volunteers were also present.   We made plans for future meetings-- recreational activities, refreshments, and peer support.

All vist patients are welcome to join us.  Meetings will take place every 3rd Tuesday of the month.  Please call Maija Paegle, MSW VIST coordinator at 718-836-6600, ext. 6846 if you have any questions.

Manhattan Corner

Appointments are available for annual VIST reviews. If you have not had an eye exam or hearing test or do not have a primary care doctor, you can get these tests through the VIST program.  The review is an opportunity for you to review your adjustment, services and benefits and training needs. Contact Bill if you want to be scheduled.

EASTERN BLIND REHABILITATION CENTER ALUMNI ASSOCIATION

By Ron White, President, EBRC Alumni Association

On January 11, 2001, I met with Penny Schuckers, Chief of the EBRC, and other members of the Reunion Committee and EBRC Staff.  The purpose of the meeting was to determine the time, place and activities of the next reunion.  Others attending the meeting were Lewis Andrews, Carol Gillispie, Barbara Mainor, Michael Rose and Frank Zarycky.

After about two hours of detailed discussions, the committee decided to propose that the reunion would take place on Thursday, July 12 and Friday, July 13.

The business meeting will be held Thursday morning, with Ms. Schuckers as our guest speaker.  Also, on Thursday, we will spend most of the day at a VFW Lodge where we will fraternize and socialize during a lunch and dinner picnic. We will also arrange to go fishing for those who are handy with the rod and reel. 

 On Friday, we will have a cookout at a site in West Haven and go bowling.  
All activities of the reunion will be coordinated with the activities of the EBRC training schedule.  This will give the alumni members a chance to meet and greet the staff members as well as the current students at the center.  In addition, we are inviting our VIST Coordinators to come and share this experience with us.

Those wishing to go on tours or go sight-seeing will be given that opportunity and, those who wish, may arrive a day early or stay over until Saturday for time on their own.  You’ll be hearing from us soon.

PHARMACY REMINDER

Please remember to contact the VA to order refills before you run out of medications! Mail out refills can take up to 10 days to reach you.

NEWS FOR VIETNAM VETERANS
Upcoming changes in VA benefits laws will make it possible for all veterans who served in Vietnam and have diabetes to apply for compensation benefits.  If you diabetic and served in Vietnam, please contact Bill or Maija to discuss claim submission!

IMPORTANT PHONE NUMBERS

VA HOTLINE


 800-827-1000

NYC RO 



 212-807-7229

SOCIAL SECURITY 800-772-1213

BVA




 212-807-3173

HRA HOTLINE


 718-291-1000

DEPT FOR THE AGING 212-442-1000

Network 3 Dial A Nurse 800-877-6976
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