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  THINKING ABOUT OLD MEMORIES 

By Sylvia Diane Philips

Yup, old memories. I have been thinking a great deal about polio, what is was, what it is and how it 

affected some of my dearest friends. Also, what type of impact it had on this country. I know. Does she 

really have to start that---yup. It is on my mind and these days I just have to reflect on what is on my 

mind. I have so many memories of polio and how it decided to pass my way and the way of so many of 

my friends.  

I have learned that polio is actually genetic. This came along with the wisdom of Richard Bruno. He 

posted an interesting fact that the people who do get polio are us lucky people that have the gene on 

https://www.psychologytoday.com/experts/toni-bernhard-jd


chromosome 19. That gene makes the polio virus receptor that lives on the neuron. If the polio virus 

come your way this allows the polio virus to become a part of your body. This does explain why 4 

people living in a home together not everyone gets polio.  No one in my family was vaccinated in 1959. 

Even though the vaccine was available.  

I, being a gifted child, had that genetic gift. One gift I would have been glad to have given back. Also, 

the other 3 people could have been a carrier and not have been affected. They could have "shed" the 

virus and given it to others that had the genetic chromosome gift. So polio genetic so interesting. Just 

with that chromosome 19 gene sitting waiting for a little or in my case a great deal of action.  

Polio is such an interesting virus. The more I study it and the longer I have it the more I realize how it 

was/is a nasty virus. It was not something people wanted anywhere close to their children. People that 

had polio or a family member that had polio were many times quarantined in their homes. The family 

could lose jobs, income and any status in the community. Or you could, my case, be isolated in a 

hospital room alone or with many others that had polio. Once the virus was no longer contagious one 

could have company. It did not always happen this way.  

So much happened along this long and lonely journey. I hope others will feel free to share. I have heard 

a wise man say something like we all, those of us that had polio, had polio and we are the same in that 

manner but each of us that had polio is different. This will just come off the top of my head and most of 

you that know me realize that is not always a good thing. But I am thinking I will write a bit of my 

story from time to time. Although, I am much more interested in the story of others and how indeed this 

took this country to it's knees. Some never were able to get off their knees. Many oh so many died. I do 

not believe their is any record of all the little ones and adults that died from polio in the beginning. Are 

people still dying from polio? 

 I will tell you what I think. That is just based on my thoughts and how I have lived my life. But that is 

later. Like so many it was not something to be discussed over the dinner table. Many people never 

acknowledged they had polio. Some never knew. Family secrets. Personally, I refused to write the word 

"polio" until I was in my late 50's. I could do a blog but I am doing it the only way I can. Tell a bit and 

then maybe tell more.

Hospital # 1: Dr. Floyd Caswell, Franklin GA.  

PAIN 

The very first thing I remember about polio. I was 10 years old when I had polio and that is considered 

a bit old. I have so many memories. Detailed. Like pages in a book. But my first was the pain. I was in 

bed in the one bedroom we all shared in my home.   The room had two beds. My father and I were in 

one. My baby brother and mother in the other. I could not be still from the pain and my mother told me 

to get up we were going to the hospital.  

We went in and the lady called the good doctor. I was given a light green and ivory capsule to swallow. 

It never got down. Back up and on my way back home. The next morning I was in agony. Mother took 

me back to the same place. The good doctor was in and ready to see patients. He asked me to jump up 

and down like I was playing a game. I could not get my feet off the floor. He told my mother I was 

starting my period early. Back home. Crying in pain.  

Mother said I had to go outside and squat down and pee. Likely, I had not urinated in a while. I did as 

she asked but no urine. I could not get back up off the ground. Another night of horror. I just remember 

the unstoppable pain. I would think if another minute goes by it will get better. It did not.  

Next morning I could not move. My father lifted me and placed me in the back of our car on pillows. 

My mother was in the front with my father. We were on our way to Newman GA to see a special 

doctor. He only saw children. He was special. As soon as my mother carried me in he knew. He put me 



aside and told my mother I had polio. She screamed. I did not want her sad. I felt I had done something 

terrible making her sad. Back in the car and over to Old Newnan Hospital. 

Hospital #2 Old Newnan Hospital.  

I am in a room and told I will have a spinal tap. I am told it will hurt. Everything hurts. They try and 

pull my knees up but I hear my mother crying. I keep turning my head in her direction. She is behind 

me. Please do not cry mother. Finally, some doctor, she tells me this later, takes her aside and tells her 

she must stop crying or leave. I do not think I ever hear her cry again.  

I do not feel any pain with the spinal and I really wonder what the big deal was about. Mother and I are 

taken to a part of the hospital that had been closed down. Mother is not happy with this and she 

complains to me we are not being treated right. We were being placed in isolation. Best they could do. 

Someone was available because I had a caterer that night. I felt nothing. I was losing sensation. I do 

remember the pain letting up. I could not move. I think I must have had times I was not conscious.  

The night was long and in the early morning we were to head out to Atlanta. I was excited. I was going 

in an ambulance to Grady Memorial Hospital. I had always loved medicine and thought riding in an 

ambulance would be exciting. It was not. The lights were on and the sounds make me nervous. Mother 

sat beside me and the ride was so rough. My pain was coming back and my back was bouncing. I will 

always wonder who the nurses and people were that helped me during these times. They must have 

been scared. I hope they were able to volunteer. I will forever be thankful for the souls that were 

willing to be with me. On to Grady. That will be hospital # 3. 

Grady Memorial Hospital  

Hospital # 3 

I love Grady. Not sure why. I just love old Grady. I remember backing into a place and I saw no people. 

Just the 4 of us. The drivers, mother and little old me. Out and into what I believe was a freight 

elevator. Floor 19. July in Georgia and Grady, at least floor 19, was not air conditioned. Windows and 

glass. I saw the yellow iron lung and I felt a sense of comfort. Had no idea what it was just knew 

somehow it was for me.  

I was put in bed and instantly placed under an oxygen tent. Heavy material. Like a heavy plastic. I 

could not breathe. I was suffocating. Help me I can't breathe. Nurse said hold on this will help you 

breathe. I can't breathe. Hold on. Just hold on. I was trying to move. Trying to escape. Help me. I can't 

breathe. At last she puts her head under the tent. She rips it off me and said "It is not working". I can 

quote that because I could never forget it. Things were happening. Lots of people. Then I wanted to 

panic when another plastic was put over the top part of my body. Another horrible oxygen tent. But 

instant air, relief, sweet, sweet air. It was cool. It was heavenly. I could breathe.  

Lots of young male doctors in those days would come and go. They would stick me and ask me if I 

could feel the stick. I could not. I had the feeling they did not believe me. They would come and they 

would stick. You sure you do not feel that? Can you lift your chin? I tried. Can you lift your arm left 

arm? I tried. Can you pull up your toes on either leg? I tried. I have learned people with polio almost 

never lose sensation and live. They never lose sensation, the inability to have control over bodily 

functions and live. I knew they thought I was going to die. I understood. Supposedly a 10 year old does 

not understand the concept of death. I knew it would mean I would not be around for Christmas. I knew 

I would not be around for the days and the nights that would follow. I knew I would not be with my 

family. I understood.  

Then almost as suddenly as I was conformable with air someone had a serious discussion with me. I 

was going to be placed in the iron lung. They went over and over how I had to work with the machine. 



I must not "fight" it. I could not move how could I fight it? My mother was no where around and I was 

relieved. I think she had to leave. I did better when I was alone. I did not have to worry about her. I was 

never afraid of the iron lung. It did it's job. I believe I was in and out of consciousness. I could not 

move from my chin down. I had lack of sensation so pain was better. I was somewhere that no one else 

could go. I was in-between living and dying. That is it for today. Continuing with Grady soon------ 

 

Grady continuing: 

Days inside the iron lung came and went. Flowing day and night all mixed together as one. My head 

sticking out and so wishing they would give me the mirror that should fit on top of the iron lung. I 

could see things if I had that mirror. But everyone was so busy the mirror seemed too much to ask for. I 

would hear words and I knew I was not doing well. You know. Children know.  

It was so hot. I was inside a thing that was helping me to live. Allowing me to live. Someone brought in 

a little rotating fan. I could watch it but have no memory of being hot or cold. Then one night, 

everything happened at night, a severe thunderstorm. One of those in the south that stops everything, 

including iron lungs. A nurse running and doing something. I later realized she was pumping my iron 

lung. This was no easy feat and a lot of care and determination came from inside her. She had to use 

her hands and her feet. She never stopped and no one came to help her. I could hear her moan. Why did 

no one else come? They could be somewhere else hand pumping iron lungs. What if there was no one 

else? I was trying to breathe and she told me not to do it. Let the machine work. There were no 

automatic generators on the 19th floor of Grady that night. Finally it clicked on and she said she was 

going to sit on the floor. She saved my life. She gave all she had for me. These are the people I think 

about and remember.  

Even with all that care l I was not responding and my condition was growing to the end. Several men in 

white coats paid a visit during one of the late nights. I had no idea how long I had been at Grady and 

really no concept of time. But I had learned all bad things happened at night.  

Now I realize Grady was and is a teaching hospital. Likely a head resident and some unlucky students 

came in for this late night visit. He was kind. As he spoke with me he explained and I understood. His 

voice was explaining this is the only thing left we can do to help you. But it was alright. He was 

somehow reassuring and he was honest. Finally someone that talked to me. I could hear clinking 

sounds of metal and he told me about putting a hole in my throat. It would put air directly down into 

my lungs and along with the iron lung it might work. He repeated this was the last thing they could do.  

I was thankful to him for taking the time to just talk with me. Just as he began the procedure he 

stopped. He pulled away said to the other vague men behind him I think her respiration is a bit 

improved. He told me they were going to wait for a few minutes and then check me. I do not ever 

remember seeming them again. I had turned. I was coming back. I wonder who he was and I think 

whatever he did in his life he took an extra minute with a child. Because of that minute I did not have 

to have that tracheotomy.  

Turn- a- rounds can be hell. Mine was. The pain started back. Pain the same pain. Why? Why? Can 

someone please help me? Back to counting the minutes. Maybe if I can get through the next 5 minutes I 

will be better. What if it never ends? Then I can move just a bit but I can’t be still. I am trying to thrash 

about inside the iron lung. The pain. Please help me. No help. Was told it is a good thing that I am in so 

much pain. Means the feeling is coming back. I should be glad.  

So I am bad. I am an ungrateful child. This is a good thing and I am not thankful. I feel such shame. I 

am so sorry but I hurt so much. I will be still. I promise. I can’t. I try. I am so sorry. Days and nights it 

seems forever. Then ever so slowly I can tell less pain. Oh please never let me feel that pain again. I 



will be forever good. I can’t remember if I ever had a bath. I am sure no one believed I would live and 

who knows I may have been bathed every day. I have no memory of that.  

But then I was bad again. They removed my catheter and I could not urinate. Lying on my back with a 

bedpan under me I was told over and over I HAD to use the bathroom. Loud voices if you don’t use the 

bathroom I will put that thing back in you and it will hurt. I am trying. It will not come out. Please let 

me try. Water running. That should help but it does not. You must know it will hurt putting it back. You 

better use that bathroom. Please no pain. I am trying. I do not understand what I am doing wrong. But I 

know I am bad. If I only tried harder I could do what they wanted. Look what all they did for me. They 

pumped the iron lung. They tired and all they wanted was me to use the bathroom. Why can’t I?  

Catheter back in. Nobody's happy. I feel so guilty. I have disappointed everyone. Then I can’t have that 

other thing. That one no one can even talk about . Except I must. A woman was very evil to me about 

that and it is so painful I can’t talk about it. A couple of things happened that can never be told. You can 

go so deep into your memories you can do permanent damage. Some things must be left unsaid. This is 

one of those horrible events.  

Now that I am going to live why is everyone so mean? But for months peeing and that other thing is 

dominant in my life. Every single day. I hate the words. I hate the threats. Why can’t I do it right? Why 

am I so bad. But I am alive and I know a bit of what is going on. Actually, to not have anyone talk with 

me about it all I know a great deal. I have an image that my legs, arms and neck do not work. But that 

slowly they will. That by Christmas I should be all well and maybe get a new bike for a Christmas 

present.  

I think about this a great deal and I like the idea. I begin noticing what is around me. A large window 

located on my right. I have noticed it before. It has curtains and there are other children on the other 

side. The curtains are open except for certain times during some nights. Then when the morning comes 

and the curtains are opened one of the beds is empty. I know what has happened. I understand.  

Then the door to my room is open. I am out of isolation. I have “Tom Dooley” come every day and 

sing his song. He is in my mind around 6 or 7 years old. I have no idea. He seems small. He has his toy 

guitar and his cowboy hat on and he sings every day to me until one day he does not. I have no idea 

what happened to him. Maybe he went home. He went home somewhere.  

Then “burn girl” started coming to see me. I had heard her screams. I thought she was brave. She knew 

what was going to happen. Every day at least twice a day. She knew the water, scrubbing and the 

screams would come but I never heard her cry out as they pushed her down the hall. She had a nice 

smile and she had some obvious burn places on her face. I could see it down her right arm but we never 

talked of such things. We were just kids and that is what we acted like. We never asked“Oh what 

happened to you”. Those are adult questions. Adults that seem to feel they have a right to just know 

because they wonder. We were just children and for a while we were allowed to be children.  

I heard rumblings of this place called Warm Springs. I liked it. I liked it just like that in a second. I had 

no idea about Warm Springs even though I had grown up not that far from this magical place. I liked 

the name Warm Springs. What could be bad about something with such a name.  

Getting in place to go to Warm Springs I had often asked one of the nurses about the lights of Atlanta. I 

always have enjoyed cities. I was born in a wonderful country place but for some reason I was drawn to 

cities, towns. Loved the noise. We moved a great deal when I was small. One time for about 6 months 

we moved to this place called Carrollton, Ga. I attended College St. School for a few months. I just fell 

in love with the place. I could walk back and forth to school. I could walk up on the square. I cried 

when we moved. I sure loved that little town. Knowing I loved the lights she picked me up in her arms 

and let me look out over Atlanta, Ga. I thought it was beautiful with more lights glowing than I had 



ever seen. That was my last night at Grady on floor 19. How long had I been there? I had no idea. But I 

was going to this place called Warm Springs. 

Chiropractic: A Crock, a Crack or a Cure?  

By Dr. Richard L. Bruno 

 

Q. You talk about back muscle spasm pain and various ways to treat it. Can't polio survivors just go to a 

chiropractor and get their backs “cracked?”  

 

A. The answer is a very cautious "sometimes." Before you see a chiropractor you need to know what 

chiropractic is. Chiropractic is an American creation that was developed in 1895. Chiropractic 

treatment is based on the theory that there is a "strain or sprain" between spinal vertebrae that causes a 

misalignment, called a "subluxation." Subluxation is thought to trigger muscle spasm and back or neck 

pain by reducing the movement of the vertebrae. Chiropractors "adjust" or "manipulate" the spine with 

their hands, or with a device called an "activator," which "pops" the vertebra back into proper position, 

restores spinal movement and decreases pain. However, chiropractor Howard Vernon, writing in 

Chiropractic in the United States: Training, Practice, and Research says that this theory remains 

"largely speculative" and that "all of the theories of the effects and mechanisms of action of spinal 

manipulation still lack adequate research."  

 

There isn't just a lack of research documenting how chiropractic treatment for back pain works. It is 

more than a little disturbing that, in spite of admitting there is no research to support its claims, the 

American Chiropractic Association (ACA) says that chiropractors treat not only back pain, but also 

allergies, asthma, digestive disorders, childhood ear infections, and even attention deficit disorder in 

children. There are some studies showing that manipulation can be effective in treating back pain. But 

with such broad claims about chiropractic and so little research documenting its mechanism of action 

and effectiveness, should polio survivors ever see a chiropractor?  

 

There are two situations where spinal manipulation could help: when back pain is caused either by the 

sacroiliac (SI) joints in the pelvis or mid and lower back spinal vertebrae going out of alignment after a 

fall, an auto accident or just by turning, bending or lifting improperly. After the initial muscle spasm is 

calmed down, the SI joints or vertebrae can often be moved back into place and pain reduced. Although 

some chiropractors recommend adjusting the entire spine to treat back pain, there is no evidence that 

this is more helpful than adjusting only the low back or SI joints. What's more, spine adjustments that 

include neck vertebrae are risky. Neck manipulation has been reported to cause spinal cord injury, 

damage to blood vessels supplying the brain, and stroke. Even low back spinal adjustment is not 

recommended if you have a history of spinal surgery or a spinal fusion, osteoporosis, or have 

neurological symptoms -- numbness, tingling or recent loss of muscle strength in an arm or leg -- that 

may indicate a pinched nerve or a severely herniated disc.  

 

As with all symptoms in polio survivors, the cause of pain must be identified, or potential causes ruled 

out, before spinal manipulation is attempted. And you should also know that it's not just chiropractors 

who can adjust the spine. Medical doctors of osteopathy and specially trained physical therapists can 



also perform spinal manipulation. But regardless of who's doing the "back cracking," polio survivors 

should talk to their physicians before being adjusted by anyone.  

 

Unfortunately, even when spinal manipulation does help to relieve back pain, chiropractors don't 

usually teach “painless posture,” which is vital to maintain the alignment of the spine and SI joints (see 

THE POLIO SURVIVORS HANDBOOK at postpolioinfo.com.) This leads some patients with 

chronically poor posture to depend on frequent adjustments to realign their spines. The Mayo Clinic 

concluded that four to eight chiropractic sessions are reasonable to treat new back pain, but that there is 

no evidence additional treatments are helpful. Repeated adjustment can cause irritation, inflammation 

and continued or additional pain. So, once the SI joints or vertebrae have been moved back into proper 

position, patients should see a physical therapist with experience treating both PPS and chronic pain for 

help in learning proper posture in sitting, standing and walking. PTs can also suggest braces, forearm 

crutches and lumbar and seat cushions to help keep your pelvis and spine straight.

 

16 Tips from 16 Years Sick  

By Toni Bernhard J.D.  

When I began to write for Psychology Today over six years ago, one of the first articles I posted was 

called “10 Tips from 10 Years Sick.” It’s six years later. A lot has happened in my life, but there’s been 

one constant: chronic illness, including chronic pain. And so, because 10 + 6 = 16, it’s time for “16 Tips 

from 16 Years Sick.” 

1. Always try to be moving forward in some part of your life. 

Moving forward may mean trying a new treatment, even if it’s only for symptom relief—a vital aid for 

the chronically ill! It may be pursuing a new craft or other interest. It may be returning to something 

you enjoyed and can still do, such as calligraphy or embroidery. A few months ago, I realized I wasn’t 

trying any new treatments for my body (I’d run out of options), so I decided to try something new for 

my mind. I bought some watercolors since many years ago I studied oil painting. I sit in our lounge 

chair, tilt it back, and fiddle with beautiful colors. It’s been uplifting in so many ways. That’s why I 

started with this tip. 

2. Make a Not-To-Do List 

Here’s mine from several years ago: “A Not-To-Do List for the Chronically Ill.” I’m considering 

compiling another one to share. It’s empowering to be able to say, “Nope, that’s something I don’t do 

anymore.” 

One thing that belongs on that Not-To-Do List may not be obvious. It’s this: “I do not ever blame 

myself for being sick or in pain.” It’s not your fault that you can’t do all the things you used to do. It’s 

not your fault that you can’t pitch in and help at family gatherings the way you’d like. You’re trying 

your best. 

3. Keep a “Try Mind.” 

Trying your best means keeping a “Try Mind.” This wonderful teaching came from Korean Zen master 

Ko Bong (1890-1962). Some days I feel so sick or in pain that all I can do is try: try to get my teeth 

https://www.psychologytoday.com/experts/toni-bernhard-jd
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brushed; try to find something to eat; try not complain to others; try to find some joy. And when my 

trying falls apart, I know I can try again; that provides solace and gives me hope. 

4. With that “Try Mind,” try not to worry about the future. 

Since becoming chronically ill, I’ve had to be particularly mindful of when worry has taken hold in my 

mind. Of course, it makes sense to plan for future contingencies. But having done that, try not to worry 

about what might or might not happen. The future is unpredictable. You don’t control it. Worrying 

about it only makes you miserable in the present, and the present moment is the only place you are 

alive right now. 

5. Commit to working on the art of pacing. 

As I wrote about in “Pacing: The Chronically Ill Person’s Best Friend,” pacing is the single best 

treatment I’ve found (as have many others), but it’s also extremely hard for me to do. I’m generally a 

disciplined person, but with pacing, I struggle. And so, this tip is also for me: I’m going to work on 

being better at pacing during this, the 17th year of being sick 

6. Be aware that even though you’re struggling with your health, life’s other hassles aren’t going 

to disappear. 

When I became chronically ill, I developed a plan: I’d accommodate my illness by living a quiet, 

hassle-free life. But John Lennon was right. Life is what happens while you’re busy making other 

plans. I always have something I need to attend to, whether it’s a new health issue (currently it’s my 

right knee) or householder stuff, such as getting a leak in the roof fixed and figuring out why the 

sprinklers are suddenly not working. 

In the words of one of my first Buddhist teachers, Joseph Goldstein: “If it’s not one thing, it’s 

something else.” That may sound like a negative comment but, oddly enough, accepting the truth of his 

words has helped me roll with life’s punches. I’m more at peace now that I don’t expect a hassle-free 

life. 

7. Try to spend some time outdoors. 

It’s amazing how the outdoors can change your outlook. This past winter, I made an effort to go outside 

every day even if I had to bundle up to do so (yes, it does get cold in California!). When I’m in a blue 

mood, it definitely helps to go outside, even if it’s only to sit in my backyard for ten or fifteen minutes. 

If you don’t have a backyard, try a front porch or a short walk up and down the block. 

Changing your surroundings in this way can change your mood. I find that going outside for a bit often 

gives me an idea for something enjoyable to do when I get back inside. Sometimes I have to force 

myself to go outside—funky moods can make me not want to move—but it’s always worth it. 

8. Prepare ahead of time before going to a doctor’s appointment. 

Even if you prepare, you might be disappointed with how the appointment goes, but at least that 

disappointment won’t be because you forgot to raise a crucial issue or ask an important question. I 

make a list. I suggest you do, too. 

9. Plan ahead. 

Related to #8, I suggest you plan ahead for just about everything. I used to love being spontaneous, but 

https://www.psychologytoday.com/blog/turning-straw-gold/201606/pacing-the-chronically-ill-person-s-best-friend
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now, finding myself stuck in a situation because I didn't think it through exacerbates my symptoms. As 

a result, I try to plan ahead for everything. No, it's not fun, but it can keep my symptoms from flaring: I 

take a pillow for my back because I may be stuck at the doctor's office for a long time; I clean the 

kitchen over four days, dividing up the tasks into chunks of time that my body can handle; I give a 

friend a set time to end our visit so it doesn't go on longer than I can handle. 

Yes, I've lost a lot of spontaneity in my life, but it's a necessary "side-effect" of being sick and in pain. 

10. Accept with grace that the best medical course of action may not always be clear. 

Realizing that there are lots of gray areas in medical care was new territory for me when I first became 

chronically ill.  Before that, what I should do medically was always clear to me: get a sinus infection, 

take an antibiotic because sinuses are close to the brain; get a bladder infection, take an antibiotic so it 

doesn’t go to the kidneys. Get a viral infection, wait for it to go away. 

But since I began to struggle with my health, including a bout with breast cancer in 2014, I’ve had 

several experiences where the question of what treatment to pursue hasn’t had a “right” or “wrong” 

answer. This has been especially true regarding medications that might keep the breast cancer from 

recurring, but which also have side-effects that are hard to tolerate. I’ve had to carefully weigh the pros 

and cons and make what seems to be the best decision.  

Living in these gray areas is hard. It's a challenge not to lose my composure, so this is a tip I have to 

continue working on. 

11. Choose wisely when deciding what to watch on TV and where to surf on the web. 

In last year’s piece, I wrote about an incident that I think it bears repeating. One day, I was feeling 

particularly sick physically and, as a result, vulnerable, emotionally. I turned on the television for some 

comfort viewing. On came a channel that was covering the 70th anniversary of the liberation of 

Auschwitz. There I was, face-to-face, with images of horrific cruelty. 

I closed my eyes for a few moments of remembrance and said to myself, “We must never forget.” And 

then I changed the channel. I found a tennis match that was underway at the Australian Open and lay 

back to rest as I listened to the familiar voices of the commentators (I’m a tennis fan and so the 

commentators are like old friends). In my view, censoring what I watched on television in this fashion 

was the compassionate way to take care of myself. 

I recommend that you take the same care in deciding where to surf on the web. Bottom line: You be the 

compassionate judge of what to expose yourself to. 

12. Remember that friends and family who are healthy have problems too. 

It’s easy for us to get wrapped up in our health struggles and to assume that those who are healthy are 

always carefree and happy. Of course, that’s not the case. In fact, some of them may be suffering 

mentally more than others are physically. Don’t forget to ask how your family and friends are doing. 

Not only will it bring you closer to them, it will give you welcome relief from always focusing on the 

state of your health. And related to #12… 

13. Don’t expect friends and family to always say or do what you want. 

Of course we want the people we’re closest to to always say and do the right thing in regards to our 

health. But that’s not going to happen. So, instead of focusing on what they don’t get right, I suggest 

you appreciate that at least they’re present for you and at least they’re trying. 

https://www.psychologytoday.com/basics/neuroscience


It helps to recognize that some people are natural caregivers and some are not. In addition, this culture 

does a poor job of preparing people for this role, even though millions find themselves unexpectedly 

having to help care for a relative or a friend. 

Remember that people’s abilities or lack thereof to be good caregivers are not about you; they reflect 

their own life history and perhaps their own fears about illness. I used to get upset when people didn’t 

behave the way I thought they should. Then I realized that getting upset about it only made me feel 

worse. 

I feel better emotionally when I graciously accept whatever support is offered and let the rest go, 

including my views about how people should act. It’s not always easy, but I’m working on it. 

14. Avoid asking “Why Me?” about your health problems. 

In my experience, asking “Why me?” is not only unconstructive—it’s anxiety producing. The answer to 

“Why me?” would only be helpful if it shed light on a cause I could do something about. The most 

compassionate thing I can do for myself is to look upon my medical challenges as simply what 

happened to this body along the path of life. 

Everyone may not agree with the opinion I’m about to express, but I include it in case it’s comforting to 

you. It’s this: I don’t believe that everything in life happens for a reason, in the sense that life’s 

challenges and obstacles are “a test” to see if we can better ourselves in some way. I believe that illness 

and pain happen because we’re in bodies and, at different times in every person’s life, bodies get sick 

and bodies hurt. 

In other words, I’m chronically ill because it’s one of the risks of being alive. It’s one of the risks of 

this mysterious, unpredictable, and wondrous life I find myself in. I don’t believe that illness and pain 

are cryptic messages that I’m supposed to decipher in order to learn some cosmic or moral lesson. 

15. Don’t contend with your body. 

For many years, I’ve been practicing what I call “non-contention” in regard to other people (at times 

more successfully than at other times!). One day, it occurred to me that I could benefit from practicing 

this in regard to my own body instead of always fighting against what it’s telling me to do. And so, I 

suggest that if your body is telling you to stop visiting, find a way to stop visiting. If it's telling you that 

a slow walk around the neighborhood would feel good, take that walk. 

And finally, an oldie but goodie: 

16. When all else fails, go to bed. 

This was a tip I added a few years ago, but I think it’s going to have a very long shelf life. It was great 

advice when it was first given to me almost fifteen years ago by Bruce Campbell of the CFS/FM Self-

Help program, and it’s great advice on this very day. 

© 2017 Toni Bernhard. Thank you for reading my work. I’m the author of three books: (2015) 

How to Live Well with Chronic Pain and Illness: A Mindful Guide (2013) 

How to Be Sick: A Buddhist-Inspired Guide for the Chronically Ill and their Caregivers (2010)  

All of my books are available in audio format from Amazon, audible.com, and iTunes. 

Visit www.tonibernhard.com for more information. 

 

https://www.psychologytoday.com/therapy-types/acceptance-and-commitment-therapy
https://www.psychologytoday.com/basics/anxiety
https://www.psychologytoday.com/basics/ethics-and-morality
https://www.psychologytoday.com/basics/self-help
https://www.psychologytoday.com/basics/self-help
http://www.amazon.com/Live-Well-Chronic-Pain-Illness/dp/1614292485#_blank
http://www.amazon.com/How-Be-Sick-Chronically-Caregivers/dp/0861716264#_blank
http://www.tonibernhard.com/#_blank


HELP 

By Millie Malone Lill 

 

 

Facebook again.  I'm not sure if you all realize that I am hopelessly addicted to Facebook.  Every 

morning as soon as I've walked the dog, I grab my breakfast tray, head to my office and open up 

Facebook.  My friends live there!  I belong to several polio related pages and can hardly wait to have 

my coffee and visit with my pals.  We share our victories and our defeats.  My dad always said that joy 

shared is doubled, while sorrow shared is halved. 

 

Lately we have been sharing helpful products.  One thing was something called a book pillow.  Maybe 

you have heard of it.  Do a search for Peeramid book holder.  I just ordered one.  I love to read and my 

favorite books are BIG ones.  However, I can't hold a book comfortably anymore.  Several of my 

friends said they had one and loved it, so mine will be here in a couple of days.  It is a pyramid shaped 

pillow with a ledge all around the bottom.  You can tuck your tablet in there and not have to hold it.  I 

read in bed, sometimes for hours, so I think this is going to be a huge help.  It will also support 

hardcover or paperback books or so the advertising says.  I'll soon find out. 

 

Another item that was recommended was called the Robo Twist Deluxe Automatic Jar Opener.  I am 

not the only one in our group who is losing her grip, apparently.  This gadget opens jars for those of us 

who don't have an able bodied person handy to do it for us.  Due to a wonky thumb on my right hand, I 

have difficulty stretching my hand to reach around a big jar lid and not enough strength to open the jar 

if I do manage that. 

 

Another item was called All In One Opener.  Guess what it does.  Yep.  It opens bottles, has a little 

doohickey to open pull tabs, and releases the vacuum on jars sealed that way.  Very handy, too, I'm 

sure.  It won't open wide enough for jars, but will open soda bottles, water bottles, ketchup bottles and 

the like. 

 

There is something called the Firefly.  It is an attachment to a manual chair that turns it into a scooter 

like mobility aid.  They look fascinating, and would make the entire business of taking your chair along 

even if you don't have a ramp or lift in your car or van.  The manual chair folds and the Firefly 

attachment looks to be fairly lightweight.  If you are able to get into your vehicle on your own and 

either can load the manual chair  and Firefly attachment yourself or have someone to help you, I think 

this would be a good deal. 

 

You can do a Google search for these items.  I buy a lot of stuff on Amazon myself.  It seems that no 

matter what you want, Amazon has it.  (Hint:  if you go to smile.amazon.com  you can designate a 

charity to get part of the profits.  I have chosen Dr. Bruno's International Centre for Polio Education.) 

 

I love being a part of my polio groups.  We understand each other and have often walked in each other's 

shoes.  If any of you have some hints or tricks or products you really like, shoot me an email at 

mil.lill@gmail.com and tell me about them. 

 

 

WEB CORNER 

What your voice is saying about you: 

mailto:mil.lill@gmail.com


http://polioplace.org/sites/default/files/files/PPH26-2sp10p1-11.pdf 

 

Naptime: 

https://www.healthspiritbody.com/nap-benefits/ 

 

Everyone should have a reply like this to asking for a mental health day: 

https://themighty.com/2017/07/madalyn-parker-ben-congleton-mental-health-day-olark/ 

 

One girl's quest for a longer leg: 

http://www.thenewstribune.com/news/local/article162606053.html 

 

Need a wheelchair?  Buy it yourself: 

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

crowdfunding#img-1 

 

Disability activists arrested while protesting: 

http://www.transfermaster.com/blog/view-post/All-in-a-Day-s-Work-Activists-With-Disabilities-

Getting-Arrested-In-The-Course-of-Protesti 

 

What it means when you say you are there for me: 

https://themighty.com/2017/06/what-it-means-when-you-say-youre-there-for-me/ 

 

First water park for people with disabilities has just opened: 

http://www.boredpanda.com/water-park-people-disabilities-morgans-inspiration-island/ 

 

When Tiredness becomes a part of your life: 

https://themighty.com/2016/10/what-it-feels-like-to-be-tired-from-your-illness-all-the-time/ 

 

Dealing with childhood emotional abuse: 

https://themighty.com/2017/06/childhood-emotional-abuse-adult-habits/ 

 

 

OTHER POLIO NEWSLETTERS 

Pennsylvania Polio Survivor Network:   www.papolionetwork.org  
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PHI MEMBERSHIP MEMO:  http://WWW.post-polio.org/ 

Polio Matters:  poliosurvivorsnetwork.org.uk: 

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

 

A LITTLE BIT OF HUMOR 

A thief stuck a pistol in a man's ribs and said, "Give me your money." The gentleman, shocked by the 

sudden attack, said, "You cannot do this, I'm a congressman!" The thief replied, "In that case, give me 

MY money!" 
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