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Polio “Stuff” 

by Jim Sutton 

 
I rarely "reach out" for help - I'm the "care giver", the R.N., the Grief Counselor, the 

super Mom, the super Wife.  Tonite, I reach  out!  

 

This is a start. The average PPSer is a Type A - able to leap tall buildings in a single bound, etc., etc. 

The worst thing the PPSer can do is admit to a decline in health or even a decline in energy. Some will 

insist that it's just a matter of aging. But we all really know, deep down, that it's not only the natural 

aging process. It's many things, part of which is the dying off of our anterior horn cells and motor 

neurons. I suppose it could be considered a 'speeding up' of the aging process...  

Yesterday, Dan and I drove a little over an hour away to a place here in Texas called, 

"Beeville".  We went there to meet with XXXX andXXXX - people whom I'd met 

through our PPS internet affiliations, and who created a cane for me that I'd 

described to them (it HAD to have sea birds on it - the aluminum adjustable thing  

just "wasn't me". )  



 

You're not the only one. I know of some other women who also have distinctive canes - even decorated 

scooters! Even I have a clear acrylic cane. Love it! Great attention getter and icebreaker.  BTW, I've 

kept track... Out of 10 visits to SeaTac Airport, they've demanded to run my clear acrylic cane through 

the X-ray 7 times!  

 And anyway, I was still working at being a "passer", and seldom used the thing – it's 

just that I noticed more and more that I needed to have something to lean on when 

"standing conversations" occurred at our church (which is just about the only "social 

occasion" in my life anymore).  

 

Yep. That's what has happened to 'most all the PPSers. Slowly and inevitably we will deteriorate at a 

rate faster than "normal".  

 

Can we stop it? No. Can we slow it down? Probably a  little bit. But it takes an admission to ourselves 

that there indeed is a problem. Then it takes the time and study to learn all we can about this "dragon" 

that is ruining our lives. Then it takes resolve to use our new knowledge to practice such things as 

pacing ourselves so we don't overdo. When we overdo, we slide a little ways down that slippery slope  

that eats up our energy levels. We will never be able to climb back up that slope and return to the 

previous level.  

 

Overdo means different energy expenditures to different people. So it's important that each of us finds 

our own zero reference line and use it. This HAS to be done or we WILL suffer the consequences.  

 

The consequences will show up in ways we don't like. We'll suddenly come to the realization that we 

can't walk as far as we did just a few months (or weeks) ago. Or the steps that we never used to think 

about climbing are now a challenge. Doing any kind of work becomes extremely taxing. There is an 

overwhelming fatigue that demands your attention. You feel you MUST sleep. You cannot keep your 

eyes open unless you force yourself.  

 

But you're a Type A! So forcing yourself is a way of life. This will be the hardest thing to do - Learn to 

pace yourself. Never overdo. Plan everything with an eye toward energy conservation. Maybe 

rearrange your kitchen or other rooms for efficiency.  

 

Husband your resources and your steps. Think in terms of only having so many steps left before you're 

forced into a wheelchair or scooter. Every step you save now is one you will be able to use later. 

Likewise, any energy you can save through efficiency is energy that you'll have available later.  

 

WE WILL NOT GET BETTER! That is a given. That's the hand we were all dealt - some worse than 

others. We can take pills for the pain, etc., but even that may eventually not be enough. We all will 

decline from one "plateau" to the next. So it's critical that we "underdo", so the times between plateaus 

are as far apart as possible.  

As soon as we arrived  

home, I lay down on our sofa - totally exhausted, and suffering inordinate spinal pain 

and "left-sided pain".  I rallied for our grandson's Halloween visit, but hit the bed 

right after that.  Today hasn't been much better.  Today has consisted of a shower, 

fixing a simple breakfast, working a bit on the computer, doing some filing, making a 

simple dinner and laying down - A LOT!  And hurting!  



 

Our range of movement/travel will become less and less as time passes. You were recovering from 

undo energy expenditure and needed to rest. When this happens, listen to your body and believe  what 

it's trying to tell you. Again, this is probably one of the hardest things you've ever had to do.  

I telephoned a lady from our church who was also a R.N. once, and tried to talk with 

her about this - but she isn't "a listener" - more of a "taker", if you know what I 

mean.  

 

Yep. Most TABs don't really get it. I remember hearing a friend describing the energy output of a 

wheelchair-bound PPSer who still worked. The man awoke, did his morning "stuff"; shower,  (a special 

wheelchair was kept for use in the shower), etc and went to work, worked, came home, did what was 

needed at home, then went to bed to be ready to do it all again tomorrow. Considering his reduced 

energy availability, what he did every day was compared to the energy output of an Olympic athlete in 

full training! It's no wonder we run up against the "wall"! It's the same wall the athlete runs up against.  

What do YOU do when you feel so darned defeated by this monster?  

 

We all have to find what works best our own selves. I got polio on  Sunday, September 16th, 1951 at 4 

p.m. It was drizzling in Hoquiam. Over the years, it seemed best that I allow just one day a year (Sept 

16th) for my day of self-pity, or regret, or rage, or... or... So, on each Sep 16th, I find time to sit alone, 

drink one cold beer, and allow myself to remember... This has been my way of facing it and not going 

through much of a denial stage. For me, this works. For others... Who knows?  

Tomorrow, I shall have to write a letter to our local Chamber of Commerce to tell 

them that I'm simply not "fit" for a 4-hour shift in The Visitor's Center, which is their 

requirement.  I have to wonder just what it is I AM "fit for".  Any suggestions?  

 

First, I suggest that you not use the word "fit". Try another, such as able. You have to admit to yourself 

that your abilities are severely reduced from what they were. You are probably right in not taking  

the 4-hour shift. Only you know that. You're listening to your body. That's good.  

I guess I'm in mourning for the woman I was.  Do we ever get that back?  Is there a 

way?  

 

Again, no. The best we can do is to maintain each plateau as long as possible.  

Suggestions, anyone???  

 

UNDERDO!  

That Brace 

 by Jim Crozier

Ever since I can remember, there was that brace. 

I was 18 months old when I became part of the largest Polio epidemic in US history, summer 1952. 



After a couple months in a Dayton, Ohio hospital, I was back home to the little travel trailer that my 

parents were living in at the time. My first memories were after they bought a house and I had learned 

to walk with the brace. Shortly after that we moved to Warren, Pennsylvania. 

That brace became a large part of my identity, on my right leg, holding it straight. In those days made 

of steel and leather. But I was a busy boy, very active, and like other polio people of my generation was 

encouraged to “be normal”. And I was. I walked to school, and did just about everything except play 

baseball and run track. 

It required special shoes where a steel socket had been installed so the brace could attach to the right 

shoe. This always presented a problem in places where people were expected to remove their shoes, 

and going to the beach was always a choice between struggling to walk from the parking lot to the 

water without it, or putting it back on after swimming and trying to keep the sand from getting between 

me and the leather. 

Walking with a stiff leg presented its own set of problems: walking in more than a couple inches of 

snow, for instance; or sand, or grass; or, walking along a slope where the uphill side was on the right. 

It seems that it was always rubbing on me somewhere: on my hip, the knee pad, the ankle joint, often 

drawing blood – but I learned to just live with it. Also, all of my trousers had one or two holes at the 

knee unless they were very new – it never took long for the point of the knee joint to cut that hole. 

Originally there was only one ring lock at the knee, but they improved the design later on and put a ring 

lock on each side of the knee joint which made the brace much more dependable – but that meant that 

most of my pants had a hole on each side of my knee, instead of only one. 

The brace man would come to Warren from Erie for “Post-Polio Clinic” that happened every few 

months with the support of the Warren County Crippled Children’s Committee and the First 

Presbyterian Church. The brace would always need some kind of adjustment – after all, I was a 

growing boy. As a teen-ager one such adjustment earlier in the day caused the brace to break just as I 

was pushing the brake pedal of my father’s Volkswagen Micro-bus resulting in my first auto crash. 

Then there were those times when I would have the opportunity to be with a girl – I didn’t want to be 

rubbing that “thing” against her – I got very adept at unfastening it and slipping it off from under my 

jeans. 

Later on I was in New York City. As a young adult, I wasn’t growing any more, and it had been years 

since the brace had had maintenance. And, as always, it was always rubbing a hole in me somewhere. 

Finally, I took the damn thing off and threw it in a dumpster. The leg, while weak, kinda worked, and I 

started walking with a cane. That’s the way it was for the next 41 years. After a few years I started 

using a stool on stage, but other than that I was hauling musical equipment, and still acting normal as 

the leg got progressively weaker due to the nature of Post-Polio Syndrome. 

More and more, I was supporting myself with my arms – bracing my right leg with my right arm, and 

leaning harder on my cane with the left – until finally my shoulders and hands just quit working. It was 

the scariest time of my life and I really didn’t know if I would ever be playing stringed instruments 

again – particularly the big bass fiddle. 

It was clearly time to think about getting a brace again. Fortunately I had recently joined an HMO that 

made it unusually easy to get one – I only needed a prescription from my primary care physician. After 

hearing of the experiences of other polio people, I realize that I was very fortunate to be where I am 

because the new brace has been damn near perfect, and has enabled me to do things I haven’t been able 

to do since I was a kid. 

This one is a little different than the 1950’s model. For one thing, it is made of aircraft aluminum, and 



instead of requiring a custom shoe, it has a plastic foot mold that fits into the right boot that I was 

already wearing (only requiring that I remove the insole to adjust the height of the foot mold). It has a 

plastic hip support and calf band instead of metal and leather and a Velcro strap at the top instead of a 

buckle. But, it has the same classic leather knee pad of yore – And I insisted that the hip support come 

all the way up under my right buttocks so I can completely support my weight on the brace, just like I 

did for all those active years of childhood. One other improvement comes in the design of the knee 

joint. It still has the same ring lock, but the big pointed thing is gone so my pants have fewer holes at 

the knee. 

Returning to using the brace has given my shoulders and hands the time to recover their strength and 

flexibility, for which I am hugely grateful. My mobility is greatly enhanced and I can now stand to play 

on stage for a few songs, which is really handy if you are just sitting in for a couple songs to not have 

to haul a stool.

 

DIFFERENT 

By Millie Malone Lill 

 
October of 1945 was the beginning of my life of being different.  The night before, I was a little girl of 

four, my mother's first daughter after 5 sons of her own and two stepsons.  My little sister Shirley and I 

were very close.  We were considerably younger than our half siblings, but we were much loved.  Our 

oldest sister Marie took us to the carnival uptown that fateful day and I came back from that outing 

very tired.  I don't remember being sick.  What I do remember is waking up the next morning with a 

left leg that no longer held me up. 

 

The doctor was called, pronounced it polio and my mother and father and I headed to Iowa City for my 

treatment.  Back then, with no interstate highways, it was a 6 hour drive.  My older sisters took care of 

my 2 year old younger sister. I don't remember a lot of the details, except that I was put in isolation for 

awhile.  When I was put in a room, there was a 13 year old girl there with long golden hair, wearing a 

white robe.  Angel, right?  I thought so at the time and she actually was an angel.  She looked after me 

and comforted me the best she could. 

 

Two months later, I could come home.  I had a huge metal and leather brace up to my hip, but I was 

walking.  I was taught from that moment on that I was Different.  If Shirley fell and skinned her knee, 

she was comforted.  If I fell, I was on my own.  I was being taught independence, they said.  You have 

to learn to take care of yourself.  I wore that brace or a variation thereof till I was ten. 

 

Due to a late September birthday, I had to wait to start school till I was nearly 6.  I was disappointed but 

my brother Norman taught me to read while I waited to be old enough for kindergarten.  Little did I 

know that my love of reading would add to my Difference.  Other kids ran around on the playground at 

recess.  Given my choice, I would rather read. 

 

As a young wife, my Difference caused a few problems, too.  But only among the adults.  The children 

loved me and as a matter of fact, each of my nieces and nephews limped when they learned to walk.  

They wanted to be like me! 

 

For most of my marriage, I was my husband's caregiver.  His appendix had ruptured early in our 

marriage and his health never returned.  By the age of 52, I was a widow.  By then, I had gone back 

into the brace I'd discarded at age 10 and qualified for disability.  I had been designing knitting patterns 



for Knitting World magazine for 10 years, using a typewriter.  My vocational rehabilitation counselor 

saw to it that I got a computer and classes on how to operate it.   

 

That was the break through.  In 1996, internet became available in my area and I went online.  I did a 

search for Post-Polio and was amazed to find that it was my very Difference that made me fit in with 

the people on the St. John's polio list.  I made many friends there and in a polio chat room that met 

every night at 9 pm.  One of those friends and I traveled all over the US and Canada, meeting polio 

survivors and family members for almost 5 years.  We camped in our van, cooked meals on a camp 

stove and had the most marvelous time. 

 

Now I celebrate my Difference.  I write this online newsletter and contribute to another polio 

newsletter.  I meet with my Different friends in Branson, Missouri for a few days every June.  I've been 

a speaker at several polio conferences here in the States and in Canada.  Life is so good now that I 

realize I am different, but I also can make a Difference. Vive la difference! 

 

WEB CORNER 

 
A new wellness app aims to reclaim the concept of self-care 

http://www.upworthy.com/a-new-wellness-app-aims-to-reclaim-the-concept-of-self-care?c=upw1 

 

Door Accessibility Made Easier 

http://www.transfermaster.com/blog/view-post/Door-Accessibility-made-easier-by-Piero 

 

Plants “Hi Jacked” to Make Polio Vaccine 

http://www.bbc.com/news/health-40925343 

 

The trouble with having medical conditions that won't go away 

https://themighty.com/2017/08/conditions-that-dont-go-

away/?utm_source=Digest&utm_medium=emailhttps://thehttps://themighty.com/2017/07/the-

importance-of-teaching-children-about-disabilities/ 

 

These companies have remote jobs that might be good for people with disabities 

https://themighty.com/2017/07/remote-jobs-companies-

disability/?utm_source=The+Mighty+Newsletter&utm_campaign=1b0bb63b2f-

EMAIL_CAMPAIGN_2017_08_10&utm_medium=email&utm_term=0_083492ca1a-1b0bb63b2f-

201491717 

 

What Makes a Good Life: 

https://plus.google.com/+RobJongschaap/posts/Wdy44EdBHAS 

 

4 reasons I say I'm all good when I'm actually in pain 

https://themighty.com/2016/12/saying-im-fine-migraine-fibromyalgia/ 

 

As school begins, please teach your children about disabilities 

https://themighty.com/2017/07/the-importance-of-teaching-children-about-disabilities/ 

 

 

 

http://www.upworthy.com/a-new-wellness-app-aims-to-reclaim-the-concept-of-self-care?c=upw1
http://www.transfermaster.com/blog/view-post/Door-Accessibility-made-easier-by-Piero
http://www.bbc.com/news/health-40925343
https://themighty.com/2017/08/conditions-that-dont-go-away/?utm_source=Digest&utm_medium=email
https://themighty.com/2017/08/conditions-that-dont-go-away/?utm_source=Digest&utm_medium=email
https://themighty.com/2017/07/the-importance-of-teaching-children-about-disabilities/
https://themighty.com/2017/07/the-importance-of-teaching-children-about-disabilities/
https://themighty.com/2017/07/remote-jobs-companies-disability/?utm_source=The+Mighty+Newsletter&utm_campaign=1b0bb63b2f-EMAIL_CAMPAIGN_2017_08_10&utm_medium=email&utm_term=0_083492ca1a-1b0bb63b2f-201491717
https://themighty.com/2017/07/remote-jobs-companies-disability/?utm_source=The+Mighty+Newsletter&utm_campaign=1b0bb63b2f-EMAIL_CAMPAIGN_2017_08_10&utm_medium=email&utm_term=0_083492ca1a-1b0bb63b2f-201491717
https://themighty.com/2017/07/remote-jobs-companies-disability/?utm_source=The+Mighty+Newsletter&utm_campaign=1b0bb63b2f-EMAIL_CAMPAIGN_2017_08_10&utm_medium=email&utm_term=0_083492ca1a-1b0bb63b2f-201491717
https://themighty.com/2017/07/remote-jobs-companies-disability/?utm_source=The+Mighty+Newsletter&utm_campaign=1b0bb63b2f-EMAIL_CAMPAIGN_2017_08_10&utm_medium=email&utm_term=0_083492ca1a-1b0bb63b2f-201491717
https://plus.google.com/+RobJongschaap/posts/Wdy44EdBHAS
https://themighty.com/2016/12/saying-im-fine-migraine-fibromyalgia/
https://themighty.com/2017/07/the-importance-of-teaching-children-about-disabilities/


Need a wheelchair?  Pay for it yourself 

https://www.theguardian.com/society/2017/jul/19/wheelchair-pay-yourself-disabled-people-

crowdfunding#img-1 

 

How health conditions are like the chocolate chips in a cookie 

https://themighty.com/2017/07/fibromyalgia-embracing-your-chronic-

illnesses/?utm_source=Digest&utm_medium=email 

 

 

OTHER POLIO NEWSLETTERS 

 
http://www.papolionetwork.org/ 

 

https://www.polioaustralia.org.au/ 

 

http://poliosurvivorsnetwork.org.uk/ 

 

http://www.post-polio.org/ 

 

A LITTLE BIT OF HUMOR 

 
Nearing the end of a hard life, old Ed was surrounded by his loved ones. As he sensed his final 

moment was approaching, he gathered all his strength and whispered: 

 

“I must tell you my greatest secret.” 

 

His family members were all ears, and urged him to go on. 

 

“Before I got married, I had it all,” explained Ed. 

 

“Fast cars, cute girls, and plenty of money. But a good friend warned me.. 

 

…‘Get married and start a family. Otherwise, no-one will be there to give you a glass of water to 

drink when you’re on your deathbed.’ 

 

“So I took his advice. I traded the girls for a wife, beer for baby food. I sold my Ferrari and 

invested in college funds. And now here we are… 

 

“And you know what?” 

 

“What?” Whispered the fascinated members of his family. 

 

“I’m not even thirsty!”  
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