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FROM THE EDITOR
Hi Fellow PPS Managers.

HAPPY

BIRTHDAY

PPS MANAGER
June marks the sixth anniversary of the PPS Manager newsletter, so I thought I'd share a little history with you.

The HAPS newsletter was born in June of 1998. My intention was to send a letter to the two dozen members of the Hemet Area Polio Survivors group reminding them of the next meeting. A year later, after helping start up the La Jolla group, the newsletter was getting too expensive for me to publish on my own. Fortunately Easter Seals offered to print and mail the newsletter if I would agree to restart the Riverside group in their name. I published the first issue of the newly renamed Southern California PPS Manager Newsletter in April of 1999. In June of that year I started posting the newsletter online.

In October of 2002 Easter Seals could no longer afford to publish PPS newsletters and dropped their support of the PPS Manager and a half dozen others. Since then this newsletter has been supported entirely by the contributions of those listed in the "Thank You" column at the end of each newsletter.

By the way, last issue I got in a hurry and forgot to thank those who sent money to help with the costs of printing, postage, and office supplies required. I've added your names to this issue.

I'd like to take this opportunity to thank Bob Doyle of Fast Posters - he gives us a great discount on the printing - and my wife, Sandy, who staples and attaches the labels. 

Also, special thanks to Judy Sander. Judy helped name the newsletter and gave me tons of encouragement when I needed it the most.

As year seven begins, the PPS Manager is being mailed to a list of over six hundred PPS people all over this country and a few others besides. Also, each time I publish, an e-mail reminder is sent to over six hundred online readers. From there it goes all over the world. 

Articles seen here are reprinted in dozens of newsletters around the country.

I am honored every time I'm asked to do another issue. Your kind encouraging letters keep me working and your contributions keep the distribution going. I couldn't do it without you - the faithful readers of your PPS Manager Newsletter. Thank you fellow PPS Managers everywhere.

Have fun….Rick

--∞∞o∞∞--

IN THIS ISSUE:

Lessons pt 3- by Gladys Swensrud

The Joys of Carnitine - by Larry Kueneman
Letters, And much more…

What I’ve Learned

About Living with PPS in My ThirdYear

by Gladys Swensrud

As I prepared to write about my 3rd year with Post Polio Sequelae, I made a list of all the items I knew I needed to include.  The list grew longer and longer.  At this point post diagnosis, one would assume most of my questions would have been answered.  However, with PPS, unlike most disorders or diseases, the answers aren’t readily available.  The virus takes a different path in each person’s body; therefore each case is different in as many ways as they are similar.  For that reason, I have been on a road of self-discovery, assisted greatly again this year by my family practice doctor (and friend (), Dr. Michele Lamantia.  It is important to interject here that Dr. Lamantia is dear to me for soooo many reasons!  Throughout the last three years, she has supported and believed in me.  The fact that my concerns have proved most often to be on target validates the many tests she has requested in my behalf.  Even when others doubted [and yes, much to my dismay there are doctors out there that still don’t believe Post Polio Syndrome (Sequelae) is wrought with health concerns], Dr. Lamantia has always trusted my instincts.  For that, I owe her a tremendous debt of gratitude!  Thanks Doc L!  You are truly the BEST!  What a fitting way to begin year four!!!

It was recently brought to my attention that Post Polio Syndrome should properly be identified as Post Polio Sequelae.  The explanation clarifying the difference between the two titles made perfect sense.  A syndrome is a group of signs and symptoms that occur together and characterize a particular abnormality, but a “sequelae” (as in sequentially) is the aftereffect of a disease or injury, which in our case would be polio.  From this point forward, any reference to PPS will denote Post Polio Sequelae.   

February 23, 2004 ends my third year from the date of diagnosis with Post Polio Sequelae.  It may seem odd to use the date of diagnosis as the starting point for my documentation, but after searching for answers for months prior to diagnosis, I needed a reference point from which to begin.  The date that Dr. Sheean officially discovered old polio in my EMGs is the date I prefer to use, although new symptoms of muscle instability actually began surfacing 6 months prior.  

I have found this year to be my most difficult of the three to attempt to summarize; therefore it will be lengthy.  This is partially true because of all I learned and experienced during year three with PPS.  It was a year of deep introspection, sparked by several events: my necessary retirement from work in April, the Pain Management Class I took in June/July, the Kaiser Conference focusing on Post Polio Sequelae, which I attended in September, new discoveries pre and post surgery, and, last, but not least, the insight I gleaned from reading Tuesdays with Morrie and The Five People You Meet in Heaven by Mitch Albom.  

It was a year of continually searching for answers…and digging and digging for information.  It was a year of discovery of new problems related to PPS and adjustments to living with them.  It was a year of understanding the definition of acceptance as it applies to living with a chronic condition.  It was also a year characterized by sharing information with others - a banner year, so to speak, of connecting with polio survivors inside and outside Post Polio circles in the United States, as well as abroad.  Meeting with and talking to others that understand the issues of old polio is comforting.  It helps to know you aren’t alone.  Through communication, both written and oral, we continue to educate ourselves and share crucial information with one another.

[At this point in my review, I need to tell a bit of my detailed personal history.  It ties directly into the dilemma which most of us face as we strive to find acceptance of our diagnosis.  The notes labeled “(subliminal suggestions)” were my way of dealing with the necessary steps we experience through the grieving process.  It took someone to really guide me through those steps and help me find peace with my condition.]  

Throughout the first quarter of year three, I tried to forge ahead, still struggling with Post Polio Sequelae each step of the way; if you had asked me how things were going, I would have told you the symptoms were “under control” (subliminal suggestion…denial).  I continued to work, stashing the pain and issues I was dealing with to the back of my mind.  Generally that meant working all day, then coming home and vegetating for the remainder of the evening, too tired to even lift a hand.  My husband had, over the course of the past few years, assumed more and more of the household duties and yard chores.  He kept suggesting that I might need to reassess my priorities, but he, wisely, let me make the decision of when was enough.  Working full time was totally exhausting; that was my life; there was nothing more.  

As I trudged through each working day, I told myself, “When spring break arrives in April, I’ll have a week off.  I’ll be able to refuel.  And surely I will feel better – surely…I will feel better (subliminal suggestion…denial).”  I didn’t want to give up my working life.  I would miss being in the hub of things.  I’d miss the relationships that I had formed working with friends over the last two-plus decades.  I love many of them like family!  Perhaps I could keep working if I just tried harder to relax at work; yea right, like that could happen at a middle school ( (subliminal suggestion…bargaining with self).  At this point, I could already see my co-workers assuming more and more of my duties.  I felt guilty (subliminal suggestion…angry) that they did more and more of the work I had always prided myself on accomplishing.  I tried to keep in mind that most of what I had been doing over the years was Herculean in nature anyway, so maybe I wasn’t really failing to do my share (subliminal suggestion…bargaining).   

Throughout this time, I felt like I was juggling my regular life with the ever-surfacing symptoms of Post Polio Sequelae pretty well (subliminal suggestion…denial).  However, those around me knew better than I.  My closest friends, including my school nurse, Linda Saik, could see the frustration I was dealing with daily (subliminal suggestion…anger).  I kept the proverbial lid on it quite well, or so I thought.  My eyes, and changes in my once bubbly personality, showed the exhaustion and sadness (subliminal suggestion…depression) of not being the person I once was…one able to accomplish soooooooo many things in a short period of time.  Now everything seemed like it required a tremendous amount of effort.  

Spring break finally came, and none too soon I might add.  Each morning I woke up and was so grateful to be able to lie in bed and just not move.  My muscles were exhausted; I literally could not get up when I commanded my muscles to respond.  About mid week I awoke to the realization there was no way possible that I could return to work.  It was like being struck with a bolt of lightning.  Why did I have to come to the brink of exhaustion to understand that my working days were over?  Maybe that’s what all Post Polio patients experience.  The changes are so gradual that they sneak up on you.  It’s a bit like having an asthma attack.  The air passages close little by little.  By the time you are wheezing and in the midst of an attack, you are surprised by it.   

The pain surrounding me throughout year two, continued into year three.  Once I stopped working, I needed to make lessening the pain one of my first priorities.  Perhaps retirement in itself would help.  But after a few weeks, I found it, alone, wasn’t working.  Having been told by several people about a wonderful pain specialist within my HMO, I decided to make an appointment with him.  Dr. Lamantia sent in a referral, and the appointment was quickly scheduled.  At our first meeting, Dr. McCarberg assessed my situation, addressed my pain issues and prescribed a change that was effective for me.  He did so with the following admonition: if I begin to feel better with these changes, and if I do not modify my life’s activities, the pain would once again increase, and it would quickly necessitate another reassessment.  [Little did I understand at the time (but would soon learn via Dr. McCarberg () my Post Polio pain was coming from within on two different levels.  Certainly I could feel it from the distress within my muscles, but just as importantly, my pain was that of sadness (subliminal suggestion…depression) from within my heart as I continued to grapple with acceptance of my handicap.  

At this point, throughout the months of April, May and June, as I dealt with retirement and all the issues surrounding retiring with a disability, I felt I was perhaps at the lowest point I could handle in this acceptance process (subliminal suggestion…depression).  I again requested from Dr. Lamantia another referral – this time to Dr. McCarberg’s Chronic Pain Management Class.  From Dr. Bill and his assistant, Janet Wolf, I would learn a tremendous lesson…although I couldn’t control the physical changes old polio was causing, I had the ability within myself to organize my thoughts and redirect my energy to return my life to some semblance of pre-illness control.  

Throughout this 8-week class, the group kept individual diaries chronicling the obstacles we face daily because of our various disabilities.  Dr. McCarberg and Janet, within that timeframe, moved us through a process of self-evaluation; I learned, with the proper techniques, I had the tools within me to refocus on the positives in my life.  But first I needed to understand the steps of grieving (subliminal suggestions) for the loss of my “old self,” and I also needed to know on which step of that grieving ladder I presently stood.  As you can tell from the passages above (subliminal suggestions (), I could backtrack, with Dr. McCarberg’s help, and really see that I had already experienced each rung on the grieving ladder.   The steps: denial, bargaining, anger, depression and acceptance were all tangible concepts to me.  In my floundering confusion, searching for a way to “right my life” again, I now had a concrete way of really seeing where I had been and where I need to go.  I could finally visualize myself near acceptance.  However, my last question for Janet and Dr. Bill was, “How do you move from deep sadness (depression) to acceptance?”  I believe Janet’s answer will remain in my memory forever.  Her response was, “Sometimes you ebb and flow between the two (from sadness to acceptance…acceptance to sadness/interchangeably) for the rest of your life.”  It was almost as if that freed me to be sad, and at the same time know that I was finally close to acceptance of the diagnosis.

An equally important component of the Chronic Pain Management Class was how to look forward and then move forward with your life as you work toward acceptance of your circumstances.  Dr. McCarberg explained how essential it is to set goals for yourself in life.   Setting personal goals, no matter how small, keeps you looking forward…instead of looking backward, where you can never again be.  That is the key; we can never be what we once were.  Our life must be what lies ahead, forward looking to the future, not to the past.  Part of acceptance is making peace with that realization.

September found me with a new purpose as I attended the Kaiser/Oakland Symposium, Aging with a Disability: The Late Effects of Polio.  The purpose of the conference, sponsored by the Kaiser CME program and San Francisco Bay Area Polio Survivors group, was to bring health professionals together with polio survivors for a day of information sharing and learning about the disorder of Post Polio Sequelae.  As a polio survivor within the Kaiser system, I have hoped that at some point someone would have a “Plan,” otherwise known as a “Team Approach” to dealing with the myriad of problems surrounding our condition, and finally it was being realized!  The panel was comprised of every department necessary for a “Team Approach” to PPS.  Throughout the conference, I took notes to share with those not fortunate enough to be able to attend.  One of my new personal goals (courtesy of Dr. Bill and Janet () was to use every opportunity I could find to share information with other polio survivors and the medical profession.

What I found most interesting about the conference was how little is presently known about Post Polio Sequelae.  In the words of Dr. Sandel, Medical Director of the Kaiser Foundation Rehabilitation Center in Vallejo, “Evidence-based practice guidelines were not a reality in the early days of treatment and rehabilitation of polio survivors.  Today, our lack of appreciation of the late effects of polio can lead to mismanagement as well.”  It was apparent that we are, in a sense, guinea pigs – both in the past and in the present.

Health professionals are used to being the ones with answers.  That isn’t necessarily true in our case.  Old polio problems continue to surface, so answers are still murky.  Because of that, we need to be alert to our own needs.  Don’t doubt yourself if you feel strongly about an unresolved, health related issue.  Request help.  Talk to your physician if you have questions.  Standing your ground when you know something is not quite right can sometimes be adversarial in nature; however, no one knows your body like you.  If your doctor isn’t responsive or doesn’t listen, then find one who will!  

I was scheduled for double knee surgery in November, and because of knowledge gained at the conference, I requested a referral from my doctor to have swallowing and pulmonary evaluations completed prior to surgery.  Dr. Lamantia didn’t hesitate in the slightest to order them.  She appreciates the fact that I have taken a proactive roll with my condition.  

Polio patients, even those who were not in an iron lung, can have laryngeal and swallowing problems and may also need a pre-op ENT (Ear, Nose and Throat) evaluation.  Evaluating preoperatively can eliminate some unplanned problems post-op.  The speech pathologist, who conducted my swallowing evaluation, discovered that sometime within the last year, I lost my gag reflex.  Because those with polio can be affected by swallowing problems, it makes sense that those with Post Polio can also be equally affected.   A loss of gag reflex can indicate polio related issues associated with 9th or 10th Cranial Nerve Disorders and because of that, patients can run the risk of aspiration.  Dr. Lamantia then went the extra mile to complete other tests connected to this disorder.  And it was discovered that I do have issues associated with it, including silent reflux and signs of throat damage surrounding reflux.  With silent reflux, extra precautions need to be taken to protect my throat, so I initiated them right away.

[Look for the second half of Galdys' "Year Three" in the next issue.]

The Joys of Carnitine

Larry Kueneman, Idyllwild, CA

My sister knew I was rapidly losing my ability to walk: she called. Her suggestion was that I look into human growth hormone (HGH). Now, I am a writer, so she knew I spend a lot of time on Google, looking stuff up. I looked.

It turned out that HGH was not my answer, but something related to the production of it did look promising. HGH is produced by amino acids, and curiously, I found a good part of my answer on a web site from Perth, Western Australia, http://www.upnaway.com .

In that western-most city in Australia was a support group for former polio patients. They knew, as we do, that our benevolent medical-drug industry was simply waiting for us all to simply die off, and that almost no one was looking into the condition we know as PPS. In 1992 they discovered that among their ranks was a medical doctor, a couple of nurses, and a couple of medical technicians - click! They started their own research program on PPS.

One of their discoveries was that polio survivors have a low level of the amino acid carnitine trucking around in their blood. The truly startling thing was that the children of PPS patients have even less carnitine, and their grand children have yet less. Something was really wrong, and they knew that they might have stumbled onto something concrete in the search for PPS relief.

When I discovered this information I made an appointment with my doctor for a test of the carnitine level in my blood. Carnitine, it turns out, is one of the blood components that can slip right through the "brain blood barrier." Carnitine is classified as a "non-essential" amino acid. This term is a tad misleading. In this case, "non-essential" means that the body can manufacture it. However - and this is likely the result of our having cooked our food for possibly more than two million years - the body only produces twenty-five percent of what we need: the rest must come from our food.

Some of the foods that provide carnitine are red meats, especially beef, milk and other dairy products, and, hold on to your hat, avocados.

I first bought an over-the-counter capsule version (L-carnitine). L-carnitine is a shortened version of leucocarnitine. And soon switched to the prescription version (Carnitor) as a liquid. Unlike typical prescription products, the only side effect is that if you take too much too soon, you may experience diarrhea. Backing off on the amount you take will reduce your trips to the small room. Liquid versions of carnitine sold by body building studios, etc. generally cost very comparably to the prescription version, while the prescription version is about six times more concentrated resulting in consuming a smaller amount.

What does it do, you might ask. First of all, the lack of a sufficient amount of carnitine in the body can cause seizures, hypoglycemia, memory loss, fatigue, and muscle pain, to name a few. In my case, my carnitine level was thirty-six (36 what I haven't figured out). An adult male should have a blood level of carnitine of about fifty, while an adult female should have a count of forty-five. This meant that I had 72% of what I should. Since I eat very little red meat, I started out taking one-half teaspoon in a fruit drink both at breakfast and lunch. One warning I read was that taking carnitine too late in the day may interfere with sleep: and I enjoy my sleep. It really only took a few days to feel a real change in the pains in my legs, a change I will not forget.

Should you elect to have a test for your carnitine level, I suggest you have either a blood test or a urine test to determine the level of the entire range of amino acids. We have about 28 different amino acids in the body, and it is suggested that 20 to 21 of them are critical (interesting that the medical establishment doesn't know).

Carnitine is available in capsule or injectable form, or as a liquid. Since the injectable concept doesn't thrill me I haven't looked into it - and I don't take capsules well - so the liquid seemed the way to go. It is also available either over-the-counter or as prescription. The prescription form (Carnitor brand) is far more concentrated than the OTC (a recommended two teaspoons daily rather than several tablespoons in the OTC form.

The cost of the two forms worked out the same for me. Since my insurance says I am to be charged $25.00 for a one-month supply (two bottles), when you figure the recommended dosages, the Carnitor is slightly less costly.

Carnitine supplementation is not a panacea. Do not expect to run like a normal twenty year-old. It may severely reduce your aches and pains, and it may provide a good deal more energy, which often leads us to now overdo our expenditure of energy - don't.

--∞∞o∞∞--
MEETING REPORTS

San Diego Polio Survivors

La Jolla Group

Condensed from notes by Gladys Swensrud.

Gladys Swensrud led the meeting in the absence of group leader Rick Kneeshaw. At the time of this writing, Rick and Lenora are in their motor home nearing Alaska.

Our guest speaker, Dr. Jose Loredo.  Dr. Loredo, Pulmonary Care Physician at U.C.S.D. Medical Center, shared his unique understanding of neuro-muscular breathing issues.  His focus was on breathing difficulties related to Obstructive Sleep Apnea (OSA) and Post Polio Syndrome.

Dr. Loredo listed the warning signs of possible carbon dioxide retention, such as headaches, loss of memory, etc.  He said anyone with PPS should have their sleeping patterns evaluated.

.  He feels alcohol should never be consumed.  And as Dr. Loredo continued, the merits that are often attributed to alcohol use for protecting the heart can also be gained by merely eating onions and green and leafy vegetables instead.  Those are a much safer way to get the same results!  And, as an aside, he mentioned the obvious, “Smoking is always bad;” it should also always be avoided.

The Clinical Manifestations of OSA are represented by: 

1. Loud snoring

2. Insomnia (or feeling like you have insomnia because your sleep pattern is so broken and never reaches the resting pattern of sleep)

3. Frequent awakenings

4. Unsatisfying sleep

5. Morning headaches - often caused by hypoventilation and shallow breathing which  causes carbon dioxide retention.

6. Morning confusion

7. Restless sleep, sweating at night from working too hard

8. Observed problems by a spouse.

In conclusion, Dr. Loredo told us: if you experience sleep disordered breathing, losing weight, as well as totally deleting the use of alcohol from your diet and discontinuing smoking are the key factors.  He feels PPS exercise - which must be closely monitored to reduce added muscle stress - and rest are the keys to improved breathing issues.

He was extremely well received by our group; Dr. Loredo was not only personable, he was exceptionally well informed in the area of Post Polio Syndrome, which is not often found in the medical profession.  His information was valuable in our attempt to have each member understand the importance of how old polio can affect breathing.

After Dr. Loredo's presentation, the Summer Picnic representatives told of the annual summer gathering at Crown Point coming up July 25; a clipboard/sign up was passed around the group.  They reminded everyone that the burgers and hotdogs are supplied, so just bring a side dish and join in the fun.   The location is totally handicapped accessible, so everyone can attend.  It will be highlighted again at the July 8th meeting.

.  Gladys distributed a few copies of the March of Dimes supported Post Polio pamphlet that she designed. The plan is to distribute the informative pamphlet throughout San Diego, assisting medical professionals in the identification and treatment of PPS.

Our next meeting will be held on July 8, and the topic will be Challenged America - Adaptive Sailing Program.  Our next facilitator, in the continued absence of our fearless leaders, Rick and Lenora, will be Steve Goldman!

____The next meeting:____

July 8

Challenged America - 

Adaptive Sailing Program 

-------

July 25 Picnic

At Crown Point

____________________________

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 POLIO SYNDROME SUPPORT GROUP
The guest speaker at this month’s 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.   
[Read about Dr. McCarberg's suggestions for PPS pain management in a future issue of the PPS Manager Newsletter. - ed.]
____The next meeting:____
August 10

____________________________
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
In our May meeting we talked about having a "Non-judgmental" space for our members to come to and feel free to share what methods they are using to relieve symptoms. We talked about how what works for one may not work for others. We also talked about the importance of confidentiality in the group and that a Support Group is only as good as it's Members. We also need to increase our attendance and utilize the group of its resources. Every member brings something to group and their experience is invaluable to others in the group. I am in the process of redoing our "New Member Packet" book and will have it ready for our members in October. I will send out another letter to our members in September to remind them of our return to meeting in October.                              Joe Camaya

____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.

The May meeting was opened with a song. Everyone seemed to enjoy the Hoyt Axton song "Old Chunk of Coal" sung and accompanied on guitar and harmonica by yours truly.

We were honored to have Melanie from Progressive Medical speak to us again. Her knowledge of PPS breathing problems and her enthusiasm benefit all of us. Thanks Melanie.

Also visiting was Gladys Swensrud who came up from San Diego to show off how well she's been doing since she started using overnight Noninvasive Positive Pressure Ventilation.

Attending his first PPS meeting was Larry Kueneman of Idyllwild. He brought information on the importance of a good balance of amino acids and the use of supplemental Carnitine. [see his article in this issue.]

We voted and decided to go to a monthly meeting schedule. Also, remember that you are all invited to attend the Riverside picnic on June 26. It's a half-hour drive from Hemet. See the Riverside report for more picnic information.

After the meeting I took Burt Walker to the hospital and we visited his wife Judy - she had a stroke a while back and they like her so much they don't want to let her go home. As you may recall, Judy, a regular at our meetings, is a full time vent user and wasn't real strong before the stroke. She looks good and is doing very well considering the circumstances. It always amazes me how polio survivors can have such extreme weakness and strengths at the same time.

You may have noticed that Bunny Smith didn't call you this month. I'm sorry to report that her husband, Burt, lost his battle with lung cancer. Bunny is strong and we expect her to be back on the job right away.




Have fun....Rick

____Our next HAPS meetings are:____
July 21

August 18

_______________________________________
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  (909) 926-5492
NEW GROUP 

New leader Lisa Zion

Temecula PPS Group

Our “Meet & Greet” was very successful.  We had 19 in attendance, including our guest speakers Rick Van Der Linden from the Hemet PPS Group and Jack Lenzo from Century 21 Wright.

Rick Van Der Linden spoke about starting the Hemet Polio Support group and he gave us some advice for our group.  He mentioned how important it is to stay positive and to have a positive outlook.

Anita Irizarry spoke about her bout with polio.  She also shared how we must accept the changes necessary in our lives to make our lives better.  Sometimes it is mental, sometimes it is physical.  Embrace change, it can be a good thing.

Jack Lenzo, Century 21 Wright spoke about making the changes in your housing needs. You may be ready to make that change from a home to a condo, single story, or to a senior unit.  He is available to discuss your situation privately.  He graciously offered a donation of $100 to our organization for any sale or referral.  You may reach him directly at (909) 852-4106.

Lisa asked the members if anyone would be interested in volunteering.  We have some members who are shut-ins.  We have some members who would appreciate a phone call and/or a home visit. Thank you to all that volunteered!

Lisa shared some information that she found on the web.  Dan Miller is a motivational speaker and polio survivor.  He contracted polio at the age of 18 back in 1955.  He has a wonderful book and video entitled, “Living, Laughing & Loving Life”.  The book and video were loaned out.  Please share and enjoy these items.  When they are returned, others can enjoy them too.  You may visit Dan’s website at: www.DanMillerSpeaker.com
If anyone would be interested in getting certified in CPR, the fire department will be offering classes on Saturday, July 10.  The fee is $25 and the class runs from 8 am to 3 pm.  Please contact Capt. Greg Adams at (909) 693-0683 to register by phone.  Class size is limited to 20.  For more information contact Capt. Adams or to register online go to:  www.cityoftemecula.org
We took a vote and decided that we would like to meet again in August. We are very happy with our location, The California Grill.  Breakfast was yummy!

Thank you to Rick Van Der Linden, Anita Irizarry and Jack Lenzo for speaking so graciously.  A big thanks also to family members Cheryl Lebowitz, Wayne Rogers, and John Zion for your support.  Thanks also to Rosa Nivez and Isabel Mendoza for accompanying Theresa Norman.  

There being no further business, the meeting was adjourned at 11:30 a.m.

Lisa Zion Group Leader (909) 303-6531

______Next meeting_____

August 14.

_______________________

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 (909) 303-6531 ppstemecula@yahoo.com
[Thanks Lisa. I know you are going to have a positive, successful group.  Rick.]

Riverside PPS Group

By Judy Mahoney

The Mahoneys are remodeling, but still hope to have a meeting here August 5th, 10 am, speaker topic: insurance.  Please call or e-mail to confirm August 5th meeting.

____The next meetings:____

PICNIC

Saturday June 26th
11am until ???
BBQ by Dale Gerdes

Live music by Rick V. and Eddie C.
At Calif. Citrus State Historic Park - 91 Fwy to Van Buren (east) to Dufferin (right). Contact Judy re: food etc.

_________

August 7th

Scheduled speaker on insurance matters

Call to confirm
____________________________
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 (909)788-9310 or Betty McFarland (909)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
LETTERS
Thanks Rick for your good work, wonderful information, faithfulness and knowledge! Everyone here in the Coachella Valley who gets the PPS MANAGER is very thankful and wishes to extend our heartfelt gratitude for this communication newsletter. Although we have over 65 member families (some with more than 1 person with PPS in the household), they are not able to attend many meetings. The PPS MANANGER is their main way of getting information and of keeping in touch with our local group.

Thank You Very Much! Now, who is going to the Abilities Expo this year? YOU? KEEP UP THE GOOD WORK and thank you again!

Linda Dempster
--∞∞o∞∞--
Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks Sandy Van Der Linden, William Kersteiner, Lois Boxman, Alice Gowing, Bob Hudson, Lisa Chan, John Kirkpatrick, Judy and Brian and the Riverside PPSG, Phil Black, 

--∞∞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 (909) 926-5492
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