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President’s Message

AAVL on the Move

By Jeff Thom

The Alliance on Aging and Vision Loss (AAVL) is on the move. Let’s just recap a few of the changes that have occurred during the past two years. 

Our membership has increased from 24 to almost 70, and I anticipate that we will approach 80 members by the end of 2020. California has almost completed the process of becoming our first state affiliate, Oregon is working on a constitution in order to become one and other states have shown interest in following suit. Before moving onto other items, let me comment on how important having state affiliates can be. With very little likelihood of federal funding increases for services to seniors with vision loss, and with so many potential areas for advocacy existing on the state and local levels, including peer support, assisting our population who reside in nursing facilities and other institutional settings, and working to expand potential state and local funding sources for our services, state affiliates in AAVL can concentrate on a wide range of issues, depending upon what they perceive is important in their state. After all, Oregonians, not Floridians, know the issues in Oregon that cry out for advocacy, and Floridians know their state’s issues far better than Oregonians.  We have an active policy committee under the leadership of AAVL board member Doug Powell. Also, AAVL is extremely active in the work that the VisionServ Alliance is doing with respect to seniors with vision loss. For those unfamiliar with this entity, it is a consortium comprised of several dozen blindness agencies of various types that work on initiatives concerning various aspects of the blindness field. Both ACB and AAVL are members. Among other things, the VisionServ Alliance is attempting to put together documents that will enable us, wherever we reside, to better make the case for the need for more services to seniors with vision loss. 

We have two listservs, one for all of the members with e-mail and one for our elected board of directors. We are partnering to facilitate ACB Community calls about issues of concern to seniors who are blind or have low vision. We have a website at aavl-blind-seniors.org. I urge you to peruse our website and if you have material you think we should add, contact: Sandy Troiano at, sandra.spalletta@bwra.com.  think that the founders of this organization, some of whom are still fighting the good fight, like Oral Miller, and some of whom have left us, like Teddie-Joy Remhild, would be proud of our accomplishments. But we know that our progress barely scratches the tip of the proverbial iceberg. We want to continue our membership growth, but not just to have more members, but to better enable us to make a difference and reach more seniors with vision loss, no matter when that loss has occurred. We want to do a better job, especially at the local level, of outreach, including to those who do not use computers or 
Smart phones. 

Yes, the task is a big one, but if we keep striving to improve AAVL, we, like the tortoise, will win the race for seniors who are blind or have low vision.

***Articles of Interest
Thoughts on Losing Sight Later in Life

Sandy Troiano

I am totally blind.  I have no light perception and cannot tell if it is day or night.  I join the blindest of the blind.  It wasn’t always this way.  I lost all my sight a little over ten years ago when I was 55.  I am completely used to being blind now and, most of the time, don’t think about it, my mind focused on other things.  In short, I am OK with my blindness.  

I wasn’t always so sanguine about it.  In fact, as I kept losing sight I felt a combination of anxiety, frustration and loss.  Let me explain some of those feelings I can still recall and, perhaps because I am at a distance from them, understand even better in retrospect.  It is important for seniors losing sight or people trying to help those who are to recognize these psychological issues as they seek to progress on this journey.    

A major concern of some persons who experience sight loss at an older age is the potential loss of identity.  Will I no longer be viewed as myself and instead gradually be viewed as the blind person?  Will my family and friends wonder how much assistance they will need to give me, whether they can continue to enjoy certain activities with me or whether I will become their burden?  As I lost sight, one of my friends began concentrating on pointing out every obstacle in my path despite my assurance my cane would find them.  This killed any chance of discussing other things.  Another friend mused on whether we could find any activities to do together as she focused on the visual aspects of entertainment.  I know people who have avoided using a cane or paratransit precisely due to this fear as if they could hide their vision loss as they stumble along.  This is not due to vanity or a sense that blind people are less worthy, as some might assume, but rather as a consequence of the fear that one’s individual identity will be lost, as one morphs into that blind person.

Another concern of the elder newly blind is the loss of privacy.  Before sight loss, that person could go to a store and purchase whatever he or she needed in total privacy or anonymity.  Now, unless the person chooses to ask a store employee for assistance (which can have mixed results) or to make purchases  online (again with mixed results and some timing issues), he or she must rely on a family member, friend or aid to find needed items.  While this may not sound like a major issue, it is a notable invasion of privacy that can be quite disconcerting.  Also, the person was used to walking lost in the crowd but now. As he or she stumbles or tries using a cane, many people may offer assistance.  This is, of course, generous of them and can be quite helpful or needed but it shows clearly that one is now under observation and that sense of privacy or anonymity is gone probably for good.  This is especially hard to accept if the help giver crosses the line between providing assistance and becoming patronizing.

Finally, I would note that people losing sight at an older age want to make as few changes in their lives as possible.  Obviously, they will cling to what little vision they may have even if an audible screen reader and white cane could make their lives easier and safer.  They will want to learn new methods slowly over time, grasping only what new steps they must take when the need becomes overwhelming.  To push them to adapt to new techniques and technologies before they are psychologically ready to do so will likely lead to great frustration and backfire.

It will be easier for seniors facing substantial vision loss or blindness to deal with all that this entails if they interact with people who have already gone through this.  Most governmental agencies and non-profit organizations that offer vision loss training do not address the foregoing issues nor assist seniors with social, cultural, recreational or entertainment activities.  As I lost sight, I was fortunate to join a team of blind and visually impaired dragon boaters.  While my impetus was simply to get on the water, the major benefit to me was to be with a group of blind and substantially low vision persons who did not focus on sight loss but, instead, on how fast they could propel the boat.  Taking the focus off vision allowed me to release some of my anxiety about it and see that its lack does not curtail many activities.  By observing how my cohorts asked for help with dignity when they needed it and proceeded on their own when they did not, I realized that I could do this, too.  The training offered by the governmental agencies and non-profit organizations is definitely necessary to continue life with some independence but the opportunity to be with people who have faced the same challenges and interact while focusing on matters other than vision loss will help relieve some of the psychological issues that accompany it.

The anxiety will lessen over time as the seniors begin to see that sight loss is a livable condition that they can manage quite well, especially if they are able to do so on their own terms.  Eventually, they, too, will no longer concentrate on the blindness and let their minds focus on other things.  During the vision loss transition period, however, they will have to deal with emotional issues that differ from those that persons who have been blind for most or all of their lives have faced.  These seniors will fare better if support can be provided for their unique psychological concerns.
***Quips Quotes and a Funny

Here are some thoughts to consider,

 from those who came before us.
HELLEN KELLER

When one door of happiness closes, 

Another door opens, but often we look so long at the closed door; That we do not see the one that has been opened for us.

Babe Ruth:

You just can’t beat the person that never gives up!

Aristotle Onassis: It is in our darkest moment, that we must focus to see the light.
Barbara De Angelis:

We don’t develop courage by being happy everyday;
We develop it by surviving difficult times and

 challenging adversity.
***Steaks

A man walks into a bar, he sees two pieces of meat hanging from the ceiling. He asks the barman, "Why are those two pieces of meat hanging from the ceiling?"

The barman replies, "It's a competition which we run every night. If you can jump up and touch the meat, you get free drinks for the whole night."

"Great!" says the man, "but what if I can't reach them?"

"Then you have to buy all the drinks for everyone all night," the barman answers.

"Do you want to try?" "No, but thanks anyway."

"Why not?", asks the barman.  "The steaks are too high."

Crowded Airliner:
A Crowded airliner is about to take off, the peace is shattered by a five-year-old boy who picks that moment to throw a wild temper tantrum. No matter what his frustrated, embarrassed mother does to try to calm him down, the boy continues to scream furiously and kick the seats around him. Suddenly, from the rear of the plane, an elderly man in the uniform of an Air Force General is seen slowly walking forward up the aisle. Stopping the flustered mother with an upraised hand, the white-haired, courtly, soft-spoken General leans down and, motioning toward his chest, whispers something into the boy's ear.

Instantly, the boy calms down, gently takes his mother's hand, and quietly fastens his seat belt.

All the other passengers burst into spontaneous applause. As the General slowly makes his way back to his seat, one of the cabin attendants touches his sleeve.

"Excuse me, General," she asks quietly, "but could I ask you what magic words you used on that little boy?"

The old man smiles serenely and gently confides, "I showed him my pilot's wings, service stars, and battle ribbons, and explained that they entitle me to throw one passenger out the out the plane door on any flight I choose.

***From the Editors Desk:

As the hands of time pass, so once again do the sands drip from the HOURGLASS
I would like to thank Jeff and Sandy for their contributions for the newsletter.  I have sincerely heard the concerns of missing a newsletter to stay in touch with our members.  I am not able to fulfill the task alone, I will do my best to share, but my connections are limited.Ideas for future articles could include;
The wooden spoon, who’s stirring the pot?  How you manage in the kitchen or a recipe you favor or would like to have.
What’s happening in the neighborhood?  Tell us about your interactions; what is new with you? It’s okay to write about me, us, ours and yours. Or even today, tomorrow, yesterday, this day or that day, whatever day; If you get 
stuck remember the five W’s to get you going: WHO, WHAT, WHERE, WHEN AND WHY. Just a few hints to get you started. I am happy to assist, you may call me and tell me your story and we could put the long or short of it together.  MY contact information is:   Mary Ellen Frost
Phone: 207-89-2681 or 207-424-2651

Email. gramcrackerfrost@gmail.com
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