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FROM THE EDITOR
Hi Fellow PPS Managers.

You may notice that Gladys Swensrud wrote most of this issue. Her work came at a good time for me because I was on vacation for most of July. Now that I'm back on the job, she's out of commission while recovering from hand surgery. She's confident that she'll be typing with both hands soon and starting on "Year Four." We wish you well, Gladys.


Speaking of my vacation: I had planned this fifth-wheel camping trip to Mt. Rushmore by way of the lowest elevation possible but while in northern Idaho we were called to Texas for a family emergency. The quickest way to get there involved spending most of two days and all of one night at or above one mile high. Fortunately, I had equipped my BiPAP machine to run off the twelve-volt cigarette lighter plug. Driving with the mask on was no problem, but I did feel a little strange. I thought that if other drivers saw me they would wonder if I thought I was a jet pilot or something, so I pretended I was. When compared with the 55 MPH speed limit in California, the 65 and 75 mile per hour speed allowed in other states made me feel like I was flying, so it wasn't much of a stretch.

Have fun….Rick

--∞∞o∞∞--
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Lessons pt 3.1- by Gladys Swensrud

PPS in Print
Letters, And much more…

What I’ve Learned

About Living with PPS in My Third Year

Part 2.

by Gladys Swensrud

[Continued from "What I've Learned… part 1", PPS Manager June 2004]

Continuing with surgical preparedness, ongoing and new breathing troubles were another glitch for me in year three.  As I also learned at the conference, when planning for surgery, PPS patients need to involve whoever is managing their ventilatory needs.  If breathing issues are among your concerns, it is important to understand that our breathing trials and tribulations cannot always be correctly assessed by the regular series of pulmonary tests.  I am fortunate to have a pulmonary doctor that is receptive to my concerns about Post Polio Sequelae and breathing problems.  He knows that PPS creates a new set of issues, with which most pulmonary doctors have had little or no contact.  Our problems can be neurologically based, and that means someone educated in neurological respiratory care should assess us.  It was by a stroke of luck that I came into contact with Helen Kent and her wonderful assistants at a company called Progressive Medical, located in the San Diego area.  Her tests determined the CPAP machine, which I have used for two years for Obstructive Sleep Apnea, was actually the wrong machine for my Post Polio breathing problem.  Because of her test results, my HMO agreed a Bi-PAP (ST) would be the suitable apnea machine of choice for me, and they did a sleep study to determine the settings.  I am at the present time in the process of investigating which setting would be right for me since I had questions about the ones determined by the doctor reviewing my results.  Once again, my pulmonary doctor has been supportive and readily shared what information he was given.  I am also working on securing the complete results of the study to take to Progressive Medical for a neuromuscular perspective on their review.   

Most polio survivors need to approach any surgical procedure with care.  Armed with the new swallowing and breathing information, I felt secure going into double knee surgery in November.  My surgeon was aware of all my Post Polio related issues, and he worked closely with the anesthesiologist to inform him about them as well.  Surgery was a snap!  However, post surgery was another issue all together.  Somewhere along the line a mistake was made, and I was not correctly monitored for breathing issues post surgery.  Those with Post Polio Sequelae are often sensitive to anesthesia.  When you already have polio related breathing issues and a general anesthesia is administered, your breathing post surgery can be suppressed, so it must be closely monitored.  I had done everything possible to secure a successful outcome; both my doctor and surgeon agreed that I, personally, could have done nothing more to make my situation more clearly known to those who were in charge of my care.  My advice to others would be: after surgery, always have an advocate available who knows your problems to speak for you if you are not able to speak for yourself!  In my case, my surgery was held late in the evening, and my husband had already gone home for the night when I noticed that I was in a corner room, far from the nurses’ station, without the proper equipment to monitor me.  I spoke to the hospital staff on duty, but they disagreed with my concerns, and I was too groggy and tired to argue.  If I have surgery in the future, my advocate (husband) has been requested to bring a pillow and “blankie” because he will be spending the night in my room (!

----

Although I quit working this year and tried to stop the forward motion of my symptoms, they continue their forward march, just at a slower pace.  My muscle fasciculations and myoclonus muscle movements continued through year three.  Validation of their connection to PPS finally came when I read the newest book, Postpolio Syndrome, by Dr. Julie K. Silver and Dr. Anne Gawne.  They discussed the fact that both symptoms were part and parcel of Post Polio Syndrome.  Reading as much as I can find on PPS has been an essential part of my learning curve, and I would highly recommend Dr. Silver’s latest book.  It was much more comprehensive than her first, but perhaps that is because more and more patients she meets with are confirming symptoms which we all experience.  This is where it is imperative to find a doctor that believes what you are telling them.  Through these three years of fasciculations and general random myoclonus muscle movements, Dr. Lamantia never once doubted my words when I told her I lived with them day in and day out!  She has tried to make my life as comfortable as possible knowing that they are an ever-present problem.  And now she also knows for certain they are a side effect of PPS; no doubt she will be watching for them in her other polio-surviving patients.

Aside from, Postpolio Syndrome, by Dr. Silver and Dr. Gawne, another Post Polio book I recommend from this year’s readings is Post-Polio Syndrome by Dr. Theodore L. Munsat.  It is rather technical in nature, but if you have built your knowledge and vocabulary about Post Polio from reading various materials, it flows quite smoothly.  I learned many facts from reading this year, and like most polio survivors, I attempt to read everything related to PPS I can get my hands on.   

As a continuation from year two, the “tuning fork” feeling that has been with me since the onset of my PPS symptoms continues as well.  It has increased in intensity, and I still feel it is at its worst upon awakening.  It doesn’t matter whether I awaken from a nap, during the night or in the morning.  I have some hope that using the Bi-PAP machine will help this. 

My muscles not only still experience fasciculation, but if I stand for any length of time, I now find that they experience fibrillation as well.  It is a jittery feeling, almost self-explaining the definition “jittery as a bundle of nerves.”  The feeling seems to persist once it has begun; sometimes it takes a few days to subside.  Standing unassisted has now been almost entirely eliminated from my daily routine.  The problem area here is shopping.  My “PPS, year 4, New Year’s resolution” is to use those electric carts in the store more often instead of just making very short trips.  I suppose I will need to shelve my pride and look handicapped even further where this is concerned, ugh.  I have a glimmer of hope that this symptom will also improve with the added use of a Bi-PAP, which will be within the next week.  At least I hope a Bi-PAP will be of help!

Fatigue still governs my life.  Most people wake up in the morning and make a list of what they wish to accomplish in their day.  Sometimes that list is longer than the time in the day allows.  Polio survivors, with Post Polio Sequelae, awaken in the morning and make a list like everyone else.  However, we usually make a list longer than the energy of our day allows.  Every motion requires the expenditure of energy.  Getting out of bed, fixing breakfast, and taking a shower don’t seem like exertion exercises, but they are for people with a low energy quotient.  I often look around and see household chores I would love to do, but I know that “today isn’t the day” with the energy to tackle them.  Sometimes I will see a weed in the yard (for example) that needs to be pulled, but I am even too tired to go out and pull it, so I re-file that thought for retrieval the next time I pass it by on my way to empty the trash.  While walking through the house, I try never to waste steps.  I conserve trips by combining every effort with another.  When I have forgotten an item in one room and need to go back for it, I get annoyed with myself because I realize the lost energy that I will expend to go back and retrieve it.  

There is a special “comfort level” in being at home.  If I am tired, I can just stop everything and rest.  When you are out and about, you can’t as easily find a comfy spot to park yourself!  I have learned to hunt for them though.  I know the bench at Walter Anderson’s Nursery intimately (!  

Although I wish it were different, I find myself staying home more and more because it just isn’t worth the wasted energy to go out.  It requires tremendous forethought to plan which support aide (crutches, scooter, etc.) you want to take.  Each of them has its advantages and disadvantages (as summarized in my review of Daily Functioning Problems – on our family website/info below), but all of them complicate a trip out in public.  Can you easily park your car and get inside?  Will you quickly find what you are looking for or will you need to waste time (which equates to energy) searching?  Will you need to stand in a long line while checking out?  In southern California, there isn’t such a thing as checking out of anyplace without waiting in line for exorbitant amounts of time.  While at a store, I will often find myself tired and wishing I were at home, so I cut my trip short and I go home to rest.  Often times, I just don’t bother going out at all because I know the fatigue it causes!  

In year three, I made the decision to always use my crutches or scooter outside of the house.  I decided, if I were going to waste muscle anywhere, I would rather it be in and around my home where I enjoyed family gatherings and where I am the most comfortable.  Although a scooter is the preferred mode of transportation for those of us with challenged muscles, crutches still have their limited place.  I use crutches for very short distances or for occasions when I know I may need to stand in line for a very short period of time.  Although arm usage is an issue for me, saving my legs is the imminent danger.  Protecting my leg muscles is of extreme importance.     

Neurontin continues to work for me as I approach the start of year four, and the increased dosage from year three to help relax my muscles further has been beneficial.  I dare not miss a dose, and staying on schedule is imperative to keep me functioning at my best.  Although not many drugs work to assist us in feeling better, each of my Post Polio friends has a system that works best for them.  Because of my muscle tightness (pain), Neurontin is the drug that was prescribed for me, and it works fairly well.  When I miss a dose, it is almost like I experience a sickness similar to the flu.  My body aches, and I must go to bed.  Needless to say, I work diligently to stay on schedule. 

Because of Dr. McCarberg’s class, I found myself working actively in year three to further the knowledge of others about Post Polio Sequelae.  With the help of my best friend, Kathy O’Neill, we created and submitted a Post Polio Syndrome stamp design to the U.S. Postal Service for consideration in 2004, in commemoration of the 50th anniversary of discovery of the Salk vaccine for Poliomyelitis.  Whether or not the postal service selects our design, I feel that I have tried my hardest to do something that could bring national recognition to PPS, and that is a good feeling.  During August/September of 2003, the Escondido PPS members helped to host a group coming to SD to tour the Salk Institute as a side trip of the recently attended Oakland PPS conference that Kaiser/Northern CA hosted.  One of the visitors was a keynote speaker at the conference, Hilary Hallam - founder and chairman of the Lincolnshire Post Polio Network in England, and three others were Phyllis Hartke, Stella Cade and Sue Peeters, conference originators and officers of the San Francisco Bay Area Polio Survivors.  What fun it was to meet new Post Polio friends who are also actively involved in sharing their knowledge with others!  Then, of course, I attended the Kaiser/Oakland/PPS conference itself, and came away feeling energized by the volumes of information I was able to learn in just one day in the presence of those who know the most about Post Polio Syndrome.  I took copious notes, and I shared those notes with the world via the web at http://sandiego_polio.tripod.com/Oakland_PPS_Conf_Sep03.htm through courtesy of the Escondido/ North San Diego County Post Polio Support Group.  My notes can also be found (within a few weeks of writing this review), along with my summaries of my 1st and 2nd years with PPS on our family website (within a few weeks) at http://www.swensrud.com/postpolio and as well as the Hemet based PPS Manager’s website at http://hometown.aol.com/ppsman/PPSManager.html .

I then wrote an article for KPAN, the Kaiser Intranet that doctors and others health professionals use within the Kaiser system.  I, at this time, have no information on if or when that will be published, but it was another completed, personal goal.  If they do not use it, I will post that in the near future, with a few additional articles I have written, for reading on the family website as well.  Lastly, I am in the process of preparing a pamphlet to go into Neurologists offices throughout the San Diego area to inform people about Post Polio Sequelae.  Upon diagnosis, a reference should be available to every polio survivor containing specific, helpful facts and contacts.  I can only hope that future patients receive more information than I was given when they are told of this life altering diagnosis.  I also hope the things I have done and written in year three will make even one person’s life a bit easier.  Understanding and living with Post Polio Sequelae is challenging enough without feeling alone.      

Aside from PPS literature, among the books I read this year, my two favorites were Tuesdays with Morrie and The Five People You Meet in Heaven by Mitch Albom.  For those of you familiar with them, little needs to be said.  But for those who aren’t, you might consider finding them at your neighborhood bookstore or library.  Occasionally we need a reminder of how fortunate we really are in spite of the hurdles strewn in our path of life.  I, too, fall prey to the why me…it just isn’t fair mentality.  But, as Mr. Albom’s character, the Blue Man, so aptly reminds Eddie in The Five People You Meet in Heaven, “Fairness does not govern life and death.  If it did, no good person would ever die young.”  And so we strive to continue to live each day to the fullest.  There is much to learn, there is much information to share and there are many happy times to be experienced.  For me, I find the greatest joy in gathering with old friends, writing to those I love that are far away, and watching my granddaughter’s eyes sparkle with love when she sees me.  Life is always a balance of sadness and joy, and those that find more joy than sadness are truly blessed.

[Gladys informed me that she is working on "Year Four…" She plans to include her BiPAP success story as well as a ton of information she's gathered on the PPS heart and the PPS brain. 

You can contact Gladys by writing to: swensrud@pacbell.net]

Getting the Word Out.

I received a package from Temecula PPS group member Stan Comer detailing a recent "Awake!" magazine article.


In "Once Sricken, Twice Afflicted" Jack Meintsma tells his PPS story and provides information about diagnosing PPS, exercise, what to do, and risk factors. 

Thanks to the "Awake!" (22,520,000 copies in 87 languages) and thanks to Stan for bringing it to our attention.

PPS in Print

While reading "From the Corner of His Eye" by Dean Koontz I was surprised to find that one of the minor characters had polio thirty years ago (would have been around 1935) and was plagued by breathing problems. When her husband came home to find the family doctor at her bedside, he also saw her chest ventilator (which she used at night) and oxygen bottle by the bed. Unfortunately, she had died - of heart complications.


I couldn't help but wonder if Mr. Koontz knew or read about the person of whom he wrote. I also couldn't help but wonder if the use of oxygen or perhaps waiting too long to treat hypoventilation could have contributed to the heart problem.


Later, the distraught husband had a brief meeting with Jonas Salk. The good doctor was portrayed as a kind and caring person who was willing to spend some of his time with the grateful husband.

"From the Corner of His Eye" by Dean Koontz

Bantam Books, 2000

MEETING REPORTS

San Diego Polio Survivors

La Jolla Group

The guest speakers for the September and November meetings will be as follows: 

September 9, 2004 - Canine Companions 

Southwest Regional Center 

Oceanside, California 

Hosted by Mary Lee Poremba 

November 11, 2004 - Carlos Valenzuela 

Progressive Orthopedics 

San Diego, California

For more information visit the San Diego PPS web site at:

http://polio.home.mindspring.com
This site is getting 2000 visitors per month. Included are pictures of group activities, member profiles, general PPS information, links and more. Good job Rick Kneeshaw!

____The next meeting:____

September 9

____________________________

Regular meetings are on the second Thursday of odd numbered months at: La Jolla Village Square Community Room, west of I-5 on Nobel.  

For more information call Rick Kneeshaw @ 858-566-4016 e-mail piecon@mindspring.com
========================

Escondido Post Polio Group

By  Gladys Swensrud.

The guest speaker at [the June] Escondido PPS meeting was Dr. Bill McCarberg from Kaiser/Escondido, Family Practice.  One of his many specialties is pain management, and at this gathering he discussed the importance of controlling pain and the choices in medication available today to help people experiencing chronic pain.  He believes that as pain is better managed, quality of life is improved.   

Dr. McCarberg began his presentation by explaining how he analyzes the pain threshold of patients who come to him requesting assistance in managing their pain issues.  He uses a scale of 1 to 10, and asks them to describe where between those values their pain exists.  He made it clear that you can’t just look at a person and tell what pain they are experiencing; often they have learned skills that have helped them cope with it.  Dr. McCarberg expressed a desire for us to know we can approach pain from the perspective of helping to control it instead of just tolerating it.  

Topics of discussion were: musculoskeletal pain, muscle spasms arthritis, and neuropathic pain.  He explained the origins of each type of pain, complete with diagrams for better visualization, and he discussed pain medications appropriate to each type of pain.  

As always, Dr. McCarberg was clear and up to date on current Post Polio information.  …
____The next meeting:____
October 12

____________________________
Regular meetings on the second Tuesday of even # months from 1:00 to 3:00 at Joslyn Senior Center, Dorothy Boeger building, 728 Broadway, Escondido  
For more info. call  Mary Timmons  760-738 0560 or e-mail LaRosa1234@aol.com 

or  MaryClare at  postpolio@cox.net
COACHELLA VALLEY

POST-POLIO SUPPORT GROUP
Coachella Valley Support Group does not meet July, August and September because of the unbearable heat, instead we all stay in our air conditioned homes and only go out in the heat if it is absolutely necessary. 

Joe, Miss T, Kurt Sipolski and Linda Dempster have been busy redoing the "Membership Packet." We are in the process of proofreading it. If anyone in has any feedback or would like to include anything in the Membership Packet please call Joe Camaya 760 365-3587 or write to him at 56315 Joshua Drive, Yucca Valley, CA 92284, and we'll try and get it included. We are hoping to have it ready for distribution to our members in the October 8th meeting. 

Hoping to see you all then.

Joe

____The next meetings:___

October 8

____________________________

2nd Fridays at 10 AM at Portola Community Center,45-480 Portola Ave, Palm Desert CA

For information, contact

Joe Camaya stan-n-ollie@msn.com 

phone (760) 365-3587

==========================

HEMET AREA

POLIO SURVIVORS

Hi Everybody.

I was on vacation and missed the July meeting. Hope it was a good one, the August meeting sure was.

Melanie from Progressive Medical was here and we were full of questions. Our main concern seemed to be what happens when a person has hypoventilation for years and doesn't get treated? The short answer is that we can end up with permanent brain, heart and/or other organ damage. Melanie explained that damage to the brain's frontal cortex adversely affects our ability to think clearly. Getting the oxygen in and the carbon dioxide out can clear things up a bit, but the longer we wait the worse the damage can be. 

As with cancer and so many other medical challenges, early detection and treatment of polio related problems can contribute to a long, happy life.




Have fun....Rick

____Our next HAPS meetings are:____
September 15

October 20

_______________________________________
Regular Hemet meetings are at 11 AM to 12:30 on the third Wednesday of every month at: Sun West, 1001 N. Lyon, Hemet.  For more info call Rick VDL  (951) 926-5492
==========================

Temecula PPS Group

Our meeting came to order at 10:30 am.  We each spoke about our personal experiences with polio.  It felt so good to share questions and answers.

We welcomed a new member, Dickie Dutzi.  She had several questions for us and she talked about how good it felt to be a part of the group.  

Polio Survivors Foundation – Marilyn Jepson told us about this foundation.  She talked to Lee Seitz (818) 996-8733.  The Polio Foundation has walkers, manual wheelchairs, electric wheelchairs, and lifts.  They deal with a company in Mission Hills, Ability Advantage.  They provided a lift for her van at no charge.

Rancho Physical Therapy – There was some discussion about physical therapy and I contacted the Murrieta office to find out more information.  I found out that if you have an HMO, you need a referral from your doctor.  If you have a PPO, you need a prescription from your primary care physician.  I talked to Scott who is a neuro therapist and he told me that several things would happen:

1. You must have a prescription or referral from your primary care physician to go to

Rancho Physical Therapy.

2. An evaluation takes place.

3. A treatment program is worked up.

There are strengthening exercises that can be done in their pool.  They may also recommend a home exercise program.  

Wheelchair City – I contacted the owner of Wheelchair City in Temecula about being a guest speaker at our meeting.  She answered some questions for me and I was confused because their advertising lists free in-home demonstrations & free billing.  However, she was hesitant about speaking to our group.  If you wish to contact them directly, Wheelchair City is located at 26810 Ynez Court #E in Temecula.  Their telephone number is:  (909) 308-1077

Respectfully submitted,

Lisa Zion

Temecula PPS group leader

______Next meeting_____

October 9

_______________________

Regular Temecula meetings - 10 AM to 11:30 on the second Saturday of even numbered months at The California Grill on the south/west corner of Jefferson and Winchester. For more info call Lisa (951) 303-6531 ppstemecula@yahoo.com
=============================

Riverside PPS Group

By Judy Mahoney

This year's picnic was about half the size we usually have, making it more intimate and family-like.  The weather was perfect, the setting beautiful, the park so peaceful, and although we missed the live music by Rick n Eddie, we were graced with the natural accompaniment of the mocking bird's exquisite song!  

Regina Thurow and Reilee Corey contributed beautiful cards and stamp craft to the craft table.  We have true artists among us.

Special thanks to amazing friends who put body and heart in to make the picnic possible - Eddie and Yolanda Ceseña, Dale Gerdes, and Bryan Mahoney - working with tireless cheer and very evident love!

"The B&J Inn" is still without a completed kitchen.  We're keeping a digital photo diary of all the steps, from demolition to finished product.  The estimated ready date is now late September.  After the work is done we still have to move back in and put the rest of the house back together...

So, we are anticipating restarting our PPS meetings in October.

If you have a specific topic to suggest for the meeting, let me know!  And let's have a nice potluck to initiate the new kitchen???

But I'm getting ahead of myself... would you like to meet on Saturday, October 16th at 10 am?  How is that time slot for you?  (Third Saturday monthly...)  Let me know!

---judy m.

____The next meetings:____

October 16 (tenetive)

____________________________
Meetings: third Thursday of even-numbered months at 10 AM, third Saturday of odd-numbered months at 10 AM. At the home of Bryan & Judy Mahoney, 3465 Ramona Drive, Riverside CA. For more info. contact: Judy PPSRiverside@aol.com (951)788-9310 or Betty McFarland (951)243-6991 bbooplink@aol.com
=========================
Big Bear PPS Group

For information contact Marsha at (909) 878-3092
=========================
Victorville PPS Group

For information contact Doris at (760) 245-9058

=========================

--∞∞o∞∞--

LETTERS

Rick,

I am flabbergasted that I never heard of the connection between Carnitine and PPS. [see The Joys of Carnitine - by Larry Kueneman - PPS Manager 6/04] I took only 250 mg in the morning and had so much energy, but it wore off about 10. Little did I think it was this amino acid. I will start taking 4 times as much.

I usually am up on all things like this. Maybe others are also in the dark?  Thanks again!

Kurt Sipolski

Palm Desert

[Warning - The more supplements you use, the harder your liver has to work. Always check with your doctor. - ed]

--------

Would you please add me to your e-mail list for notification when the new issue of PPS Manager is available on-line.

I had both bulbar and spinal polio at age 8 in 1950. I was diagnosed with PPS 20 years ago in California further complicated by stressful jobs in the electronics industry. I Have lived in Utah for the last 16 years burning myself out physically by running my own business (a family pet store with insufficient help - closed store this year - now on SSD).

Thank you,   Bill Bradford, Tooele, UT

--------

Always glad to get our newsletter.  We keep pursuing life.   And what joys we find.  

Hope all is well with you.   I just became Grandmother for the 5th time in June.   And I just turned 59 on the 7th.  Where does time go?

The 32nd annual Ms. Wheelchair America Pageant will be held in Richmond, Virginia the last week of this month.  I have never been to VA before, so look forward to the trip.  I will fly and use my Pakkie.  

Keep in touch, and take care, 

Judy

--------

Sharing ventilator information.

[I received the following e-mail - Rick, ed]

From: Post-Polio Health

International [mailto:ventinfo@post-polio.org]

Sent: Thursday, June 24, 2004 5:44 PM

Attention: IVUN is collecting data to better connect ventilator users more effectively with each other when medical or equipment questions arise or when new ventilator users need information and support. If you are a ventilator user, please go to http://www.post-polio.org/ivun/index.html#att and click on "Attention: Ventilator Users."

If you are not a ventilator user, please forward this email to any ventilator user you know.

Thank you for your cooperation.

Judith R. Fischer, Editor

Ventilator-Assisted Living

International Ventilator Users Network (IVUN)

An affiliate of Post-Polio Health International

4207 Lindell Blvd., #110

St. Louis MO 63108-2915 USA

314-534-0475

314-534-5070 fax

ventinfo@post-polio.org

www.post-polio.org/ivun
----

[I responded to the above and submitted information. Later, Judith at IVUN forwarded the following e-mail to me. - ed]

I would appreciate more information on the Oracle.

Also, we have sealed the expiratory vents with duct tape on my ResMed Mirage Activa mask that I am currently using for nocturnal ventilation only.  But, this is not an ideal situation because of constant leaking from the pressure so I am considering the Non-Vented Ultra Mirage Nasal Mask.

My RT is not familiar with this mask.  Do you know of any PPs [Post-Polio people] who use this one with satisfaction?

Much thanks, 

Gene

----

[from Judith to Gene]

  Gene: I checked w/ an RT who worked with another polio survivor who used it w/ his PLV-100. She said, "Adjustments need to be made because the Oracle was designed for CPAP; it has a built-in expiratory port for a continuous leak."

Have also asked the Fisher & Paykel people but haven't had a response yet.

Best, Judith

----

[Me to Gene]
Hi Gene.

Because I use the Ultra Mirage, Judith asked me to respond to your questions. 

I've also tried the Activa and a few others and I like the Ultra Mirage best. I thought the Activa was too front heavy, making the more flexible contact area useless. 

The exhaust vent has an important function - whether used for CPAP or BiPAP. It gives the air you exhale a place to go. It ties in with the low exhale pressure (epap) to keep the air you exhale from going down the tube and back into your lungs when you take the next breath. In other words, the low epap and vent work together to prevent you from re-breathing your old CO2 laden air. Bipassing this function would increase blood CO2 levels and defeat the purpose of BiPAP therapy.

If you are having trouble using a mask, there are several tips that may help:

1) The mask and your face must be squeaky clean. Use a soap that has no moisturizers and other junk in it. I use Ivory bar soap.

2) Keep the straps as loose as possible to prevent pressure sores and to avoid wrinkling the contact area thereby causing leaks.

3) I run the tube over my head between the pillow and the headboard to keep the hose length constant. This allows you to roll from side to side without causing leaks.

4) Doctor Oppenheimer recommends that we should get three different delivery devices - nose mask (Ultra Mirage for instance), nasal plugs, and full mask. This way if our needs change or we get a pressure point, we have options. I don't bother because the Ultra Mirage works fine.

5) Always use the same thin pillow.

6) It takes months to get used to the mask and the pressures. You can experiment with strap adjustments until you get it right, but it's also important to work with a good respiratory therapist. If the pressures or other parameters are not right, nothing's right. If you don't have a problem with COPD your epap should be as low as possible (3 or 4). Your ipap should be 10 more than that, but it takes a while to adjust to the situation so it works better if your RT can start you at lower pressures (3/8 for example) and then raises it over a period of months. If you use an S/T machine, there are other parameters to consider, so if anything bugs you, you need to bug your RT until it's right.

7) Be patient. It's worth the time and effort. I struggled with it for months and now I look forward to "hooking up" and I sleep without distraction.

If you have questions, just ask. This is what I do.

Have fun....Rick

---

[I asked Melanie Arledge, CRT for Progressive Medical in Vista, CA to review my response to Gene's question and she responded:]

It is [a very bad idea] to seal the portals, detrimental even.  If the pressure is too high, … he then needs Bilevel to decrease leakage, heated humidifier, and a great home care company to refit a mask.

The Oracle is an oral interface.  Little to no success for usage.  Lots of parameters must be met; patient can't have bruxism, can't wear dentures or have bridges, if heavy gag reflex, can't wear if low hanging Uvula.  Also causes excess saliva like you can't believe. 

The non-vented Ultra Mirage is a disposable hospital base mask not appropriate for home care. The cushion is not made for extended wear.

Hope this helps:)  … Mel

--∞∞o∞∞--

Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks to David Alberts and Eddie May at Fast Posters, Sandy Van Der Linden, Clinton Fielder, Carolyn Moorhouse, Constance Levi, Lois Jackman, Dolores Masturzo, Sylvia Cook, 

--∞∞o∞∞--


The PPS Manager is published every other month by REVanDerLinden and is presented as management ideas and is not intended as a substitute for medical care.

To give financial help, make check payable to: 


RE VanDerLinden


34711 Lyn Ave


Hemet, CA  92545

Financial status report available upon request.

To submit ideas, writings, or commentary, write to above address or E-mail PPSman@aol.com or call Rick at (951) 926-5492
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