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Presentation Notes
Most of us intuitively learn to walk in the first year and half of or lives. Incredibly we go from breathing our first breath to being able to coordinate approximately 200 muscles simultaneously in order to stand up and take a step. From that point on we quickly become more agile and as all of us parents know too well, running and climbing come very quickly after.



2008 - White Mountains, solo 50 mile hike
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I was no different. My earliest teachers all complained that I was unable to sit still for more than a couple minutes .  Since the age of 13 and then into my early 50’s, I ran almost every day and since I arrived in new England 30 years ago I enjoyed frequent  overnight weekend hikes in the mountains. Then in 2008 I snuck off to do a long solo hike to quietly turn 50 and that was where I first noticed an odd sensation in my left hand.
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Some people are born with disabilities, some people develop disabilities very slowly as they age.  Others get theirs in the blink of an eye when a car runs a red light or a patch of ice sends a skier into the trees. For me it was somewhere in between. I shrugged off the first sign of something wrong, just a subtle odd feeling in my left hand.  It was a slight lost of dexterity that I dismissed as maybe a little case of carpel tunnel syndrome from spending too much time on my computer at work.  During that birthday hike, I slipped stepping over a wet log on a particularly steep section of a trail and tore up a finger and landed hard on my shoulder.  That lingering pain sent me to physical therapy and that is when I mentioned my left hand which sent up a red flag and began a journey to varying specialists. The very first one I saw mentioned the words no one wants to hear, "it could be ALS".  I found myself first spending time at the Lahey Clinic before graduating to Mass General. Sitting in those ALS clinic waiting rooms, I felt fine but was surrounded by people who were struggling to walk and speak.  I was about to step, or stumble, into a whole new world.

There isn't a single positive test that would tell me yes or no. I gave a lot of blood, had a spinal tap and repeated an unpleasant EMG test so many times that I lost count. Those consisted of sticking a number of needles in my hands, arms, legs and feet and then running shocks of electricity through the muscles to record how much was conducted through the nerves and how they reacted.  With each test the progression was compared to the time before. All while knowing that when someone was diagnosed with ALS, the typical life span was only 2 to 5 years of rapidly declining quality of life.  My progression was uncommonly slow but not unprecedented.  Steven Hawkings is still alive 40 years after his diagnosis. It would be 2 years before they officially recorded my diagnosis as Primary Lateral Scoliosis or PLS for short.  PLS wreaks havoc on the neuro muscular system in the form of slowing or blocking the messages sent from the brain to the muscles.  

I would soon learn just how much I had taken for granted in this life.
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While we are developing our walking skills we are also forming words and beginning to tie them together into brief sentences. To create speech, without conscious thought, we simultaneously control and coordinate roughly 100 different muscles in our chest, neck, jaw, tongue and lips.  At the same time we’re able to fluctuate tone, speed and expressions to convey a deeper sense of what we’re communicating.  Slowly I found these abilities vanishing as well.
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First let me make a point to say that when it comes to human beings, there is no such thing as normal.  There never has been and never will be.  We come in all shapes and size, large and small, young and old, fit and frail.
And each and every one of us will change in our evolving abilities. These changes can come without warning from things like accidents or medical unpleasant surprises such as a stroke of in my case a degerative neuro-muscular surprise. 

No two people have the same abilities whether they are labeled disabled or not.
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If you are fortunate, your physical being will follow the path of the optimal aging process.  We start life completely dependant and miraculously build muscles and coordination.  In a perfect world our senses become keen as our mind and body get stronger and stronger.  The we crest that hill.  Aging takes us the other direction as our muscle and bones weaken, our joints stiffen and our senses dull.

Of course these changes are subtle and seem to happen gradually.  But each and everyone of us is evolving and changing year by year.  We don’t have the same abilities we had when we younger, and we won’t have the same abilities as we get older.



We are told that the 
100 years between 
1960 and 2060 
represent the most 
dramatic demographic 
shifts the world has 
ever seen.
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The 100 years we are experiencing right now, from 1960 to the year 2060 represents the most dramatic demographic shift the world has ever seen.  Our population is getting astronomically older.  The age group of 65 to 75 will grow at a rate of 66%, but look at the age group over 75, that group will see a staggering growth rate of 158%.

It is plain to see that we need to be planning and building for an aging population right now.
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But planning for a bunch of senior citizens is Florida’s problem.  A contributing factor to the devastation caused by hurricane Irma, was the incredible amount of urban and suburban sprawl. That is caused by the demand of so many people relocating to the sunshine state.
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It will be interesting to see if the magnitude and frequency of the hurricanes might slow down the epic retiree migration, or if some folks decide the snow wasn’t so bad after all and return north.



“It’s not that we are disproportionately old, It’s that we are 
disproportionately not young.” Charles Colgan, professor of public policy and 
management at the University of Southern Maine’s Muskie School of Public Service.

Maine’s oldest-in-the-nation status comes from its median 
age of 44.6 years, according to a 2015 estimate by the U.S. 
Census Bureau.

Presenter
Presentation Notes
So let’s shift from the sunshine state to the Pine Tree State.  Turns out that even with the influx of retirees, Florida doesn’t have the distinction of having the oldest median age. Maine holds that distinction.The median age in Maine is a whopping 3 years older than Florida’s.  Maine easily wins the oldest population prize, followed by Vermont and New Hampshire.

Here in New England our young people tend to migrate out more than our older ones.  
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The high median age here in Maine, might explain why Maine is one of the states percentage of people living disabilities.  Unfortunately these figures will continue to grow.
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In stating a case for the need for both accessible and affordable housing, it’s important to realize that on average, workers with disabilities are paid 37% less than their coworkers.  It seems counter intuitive but the higher the level of education, the larger the pay gap.
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The Center of Disease Control tells us that 22% of adults in the United States live with some form of disability.  The most common disability is mobility impairments, defined as having serious difficulty walking or climbing steps.  That equates to over 45 million people living with mobility impairments, and that figure will skyrocket with our rapidly aging population.  The social and the economic impacts will be crippling, excuse the pun, if we are not extremely proactive in address the need right now.



• Loss of independence 

Social implications

Becoming Disabled
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What happens when a person becomes disabled? The first thing we often experience is that our independence is lost, if you don’t have a disability, think about what that would mean to you.  For me, it was the loss of spontaneity, of heading out the door on a whim, to explore the wooded trails near my house, or to dash to the store or to drop in on a friend.  



• Loss of independence 

• Loss of purpose

Social implications

Becoming Disabled
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Many feel a loss of purpose.  The work you did all your life can be impossible. The things you enjoyed doing for fun are a memory, and the things you planned to do, and the places you wanted to go, now seem out of reach.  This was something I wrestled with for a long time. I loved running meetings and presenting ideas.  I am sure that I was guilty of talking too much. I also loved hiking and kayaking and especially running on a competitive level, but all these things were stripped away as my condition progressed.



• Loss of independence 

• Loss of purpose

• Isolation

Social implications

Becoming Disabled
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Isolation is hard to avoid.   The ability to socialize and be around other people is much more limited.  It's incredibly easy to store yourself away, and give up, since you may no longer be able to visit friends and family, or just go out on your own.



Social implications – “Visitability”
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Once I was in a wheelchair, I realized that I couldn't even get in the front door of any my friends, or family's homes.  That meant no more attending birthday parties, holiday gatherings, or casual dinner parties.  In my case that has means my friends and family feel awkward hosting gatherings that I can’t get to.  Since accessibility in most private homes is rare, especially around here, that makes accessibility in public places, like restaurants and bars that much more important.
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For the last 30 years, I’ve lived just across the river from Maine, in Portsmouth. Like many seacoast towns, all up and down the New England coast, it’s very picturesque and very historic.  Since I could no longer visit other people’s homes, at least I could socialize by going out in my hometown.



? ? ? ???
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I had spent a couple decades going anywhere I wanted without a thought.  Then suddenly the town I thought I knew so well became an maze of barriers and obstacles when I faced life from this wheelchair.  If I found a door that was level to the sidewalk, there was no telling what barriers I’d encounter inside.  It was easy to get intimidated and frustrated.



Presenter
Presentation Notes
Obviously mobility impairments were not of people’s minds a couple hundred years ago as many of our buildings were being built.  It was easy to get disheartened by all the places that I could no longer go.
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Finding parking is always a challenge in Portsmouth. I the winter, if a handicap parking spot was left empty, our plow truck seem to take advantage of that well placed void as a good spot to push the snow.  If I found an accessible door, I always wondered if the restroom inside might accommodate my space and grab bar needs.
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This is why I decided someone needed to map and to demystify this old town to be able to let people know exactly what to expect. So last fall, with the help of two of our coworkers at our firm, we set out to give it a shot.  First we starting visiting the seemly infinite number of restaurants, bars and coffee shops in the historic downtown and west end corridor.  Then we hit the entertainment and cultural venues.  Lastly, since Portsmouth as a vibrant arts scene, we visited the art galleries and exhibit facilities.
This should provide a good well rounded basis for taking full advantage of what Portsmouth has to offer.
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But just as we got going, we discovered the chamber of commerce website already had accessibility listed.  But as we checked our notes, we found many of there claims baffling.  We quickly found that the problem was caused by self reporting.  The chamber had given all the businesses form to fill out, and most simply checked the box that said handicap accessible.  Unfortunately a lot of people just have no real idea of what accessible means.  In some cases we found restrooms in basements,  down a flight of stairs, that had a grab bar screwed to wall next to the toilet, they felt that warranted a claim of being accessible.   
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These are the four attributes we measure.  We make sure the business owners realize that we’re not the ADA police.  We are careful not criticize or shame anyone.  If they are completely inaccessible, we just move on.  If their doorway is narrow, we just state the clear width so someone can judge for themselves if it meets their needs.
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If you go to our website, this is what a typical review looks like.  With information, a person with disabilities, or their family, or their outing companions can plan an evening or an entire weekend.
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We just added a google map that’s interactive.  From your computer, your tablet or your phone, you can pan out or zoom in to any area or street.  A tap on the icon pulls up our accessibility review as well as a link the businesses website.  These icons represent where we found reasonable accessibility.  This was a monumental discovery.  As old and as historic downtown Portsmouth is, it is also pretty accessible and a good place for people with disabilities to live or just visit.

We heard a good story a few months ago, there was a tourism expo in Boston and the  Portsmouth Chamber of Commerce had a booth.  They had just barely heard about what were doing but twice they were approached by national tour organizers who asked if they were the Portsmouth that is all the buzz about accessible tourism. 
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You quickly zoom in to any area or street and find accessibility.  Just tap an icon and the accessibility review pops up.
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The goal of what we’re doing is not to make Portsmouth stand out as a lone example of an accessible town, just the opposite is true.  We’re hoping that Portsmouth is just a catalyst for mapping accessibility all over.  As a matter of fact, we have a ground swell of interest.  Two weeks ago we began working with the university of New Hampshire school of public health to train senior year nursing students to assess three other towns as a fall semester student project.  Granite state independent living is based in Dover NH and we are setting them up to replicate it there.  We were just were contacted by a husband and wife team that want to do it for the Kennebunks.  And it’s not just local, we were contacted by the town planner from Lakeland Florida. She read about Access Portsmouth and wanted to replicate it for their town.
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America Walks and the National Center on Health, Physical Activity and Disability recognized three initiatives from across the country, including  Access Portsmouth. They awarded funds for projects related to supporting disability inclusion strategies that make healthier choices the easier choices for all people in areas where they may live, learn, work, play, pray, and receive care.
Walkable and active communities lead to improved safety and health for community members of all backgrounds and abilities. They encourage broad involvement by all in the design and planning process, and are places where safe, accessible and enjoyable opportunities to be physically active are available to everyone. The projects highlighted in this initial round of grants are working to make sure all community members including people with disabilities have the opportunities to be active, healthy, and engaged with their neighborhoods.
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Access Portsmouth only began last fall, with no budget or staff.  But these are the groups we’re actively working with so far.  We’ve come along way, but I’m sure we’ve barely crossed the starting line.
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I’m sure everyone can understand and appreciate the humanitarian reasons for  creating a more inclusive society.   Remember that almost  1 in 5 are current living with a disability and 13% of all of us, are living with a significant mobility impairment. As our population continues to age, these figures will swell.
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But with the sheer numbers of our population living with, or impacted by disabilities, means this has huge economic consequences.   People need to able live, work and play as freely as can be made possible in order to be a productive force in our economy and not just a drain.
Also tourism for people with disabilities along with their families and friends is booming worldwide.  They are tapping to an estimated 8 trillion dollars in this groups discretionary income.
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Just a couple weeks ago I was in Boston attending the annual 3 day Abilities Expo.  These take place all around the country.  Businesses and products that cater to the disabled population are flourishing as billions of dollars are spent annually on these goods and services.  

It was pretty astonishing to see so many products and services vying for the disabled population.  A myriad of mobility products were on display but it was encouraging to see companies like Toyota and Ford selling their latest innovations and an vacation and travel companies all competing for the economic benefits of the disabled demographics.
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I’m going off on a tangent here that both Jill and Jim will explain better, but one thing I am always trying to stress to other architects and interior designers is that accessibility only limits the quality of the designs if you let it.  Far too often, designers shut down their creative brains when they are faced with just meeting the mandated accessibility requirements.  Seeing  unimaginative images like these can’t help but make people dislike accessibility.
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There is absolutely no reason Inclusive designs can’t be elegant and appealing to everyone.
.
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