Ask Dr. Maynard

Question: I am now 76, had polio when I was 4. Since post-polio syndrome
(PPS) hit me, I needed a leg brace and walk with two canes. I can never
remember a day without pain, but now it seems to have spread all over my
body, not just my legs. My question is: How do you feel about the pain patch,
Duragesic, 12mcg to start. My internist feels that this will help. I would just like
to get an OK from someone who has experience in treating PPS.

A: Pain control in people with post-polio problems is highly individualized
because there is no one source of pain. I would NOT endorse the use of a
Duragesic patch (fentanyl transdermal system) for long-existing pain in a person
with PPS because I think it is a “"dead end” in regard to long lasting relief from
pain. It is probably safe but can lead to dependency and less tolerance and
awareness of pain that it is helpful to be aware of (so the pains can be “honored
and have actions taken on.”)

I would definitely have a comprehensive evaluation by a “post-polio expert or
clinic” before trying to merely “suppress your awareness of pain” by using a
Duragesic patch. There are many alternatives. Maybe “giving up” regular
walking and using a scooter for usual mobility would lead to a major reduction in
pain levels. A thorough evaluation may tell you that and/or other alternatives.

PHI's Post-Polio Directory (www.post-polio.org/net/pdirhm.html) of clinical
resources for post-polio survivors can help you locate regional options for an
evaluation by a post-polio rehabilitation and pain control physician, preferably a
specialist in Physical Medicine and Rehabilitation.

Good luck in finding help and relief.

Question: I had paralytic polio 64 years ago at the age of 13 months. My left
leg had major paralysis and a small amount to my right leg. I always walked
with a severe limp. I was diagnosed 25 years ago with PPS as I was developing
new weakness in my legs. Four years ago, swallowing began to bother me and
also volume when blowing breath. In the past two years, my left fingers have
"clawed,” and now my tongue muscles are weak causing speech problems as are
my vocal cords somewhat. I recently saw a neurologist who thinks I have ALS.
Do you know of any cases of people with PPS and ALS?

A: Yes, I know of people who are post-polio survivors who have developed ALS.
The majority expert opinion on this subject is that polio people are not more

likely to develop ALS than other people, but the diagnosis of ALS, as opposed to,
Progressive Post-Polio Amyotrophy (Post-Polio Syndrome0 is very difficult and at



times impossible to distinguish with certainty. Given you have had some slow
progressive weakness problems for over 25 years, your condition sounds more
like a post-polio condition mimicking ALS. Unfortunately there is no definitive
test for either diagnosis. Given how severe your new symptoms have become,
you may be an appropriate candidate to try one of the more aggressive new
treatments for progressive post-polio weakness, such as intravenous
immunoglobulin therapy as shown to be helpful by researchers at the Karolinska
Institute in Sweden. (See IVIg Update, this issue.) 1 suggest you consult with
the neurologist who diagnosed you and together pursue possible new treatment
options to slow down progression of symptoms.

There are many rehabilitation strategies to minimize risks from the swallowing
and breathing problems and to maintain function and quality of life.

Also, please see Swallowing Difficulty and The Late Effects of Polio (Vol. 26, No.
3) and New Swallowing Problems in Aging Polio Survivors (Vol. 12, No. 1) (Found
on line in Post-Polio Health at www.post-polio.org)
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