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POLIO  

TOTALS 

2011 - 650 

2012 - 223 

2013 - 400 

>14.6.2014 
Pakistan  75 

Afghanistan 4 

Nigeria   3 

Equatorial Guinea  4 

Cameroon 3 

Iraq  2 

Ethiopia  1 

Somalia  1 

Syria   1 

Total   94 
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Report starts page 5 

www.post-polio.org 

POST POLIO SYNDROME 

A Condition Without Boundaries 
 

25th to 27th June 2014 
Amsterdam, The Netherlands 

 www.polioconference.com 

 



https://www.facebook.com/frank.frisina.5
https://www.facebook.com/dmkidner
https://www.facebook.com/hilary.boone
https://www.facebook.com/JKWH72
https://www.facebook.com/dave.marsh.9634
https://www.facebook.com/micki.minner
https://www.facebook.com/jkhartman
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MESSAGE FROM OUR CHAIRMAN - Simon Parritt 

Muscle is something we as post polio people think a lot about. The truth is that as we fall under 
the influence of diminishing muscle power, for whatever reason, we can begin to feel not just the 
loss of power in terms of lifting, walking, wheeling but the loss of independence. Essentially we 
become more reliant on those people around us and the adaptions that help us to live in a non-
disabled world as we would choose. But muscle also implies power to do something. 
 
For me at least, I find this challenging, despite years of dealing with it in myself and others it 
never gets any easier especially as denial, a cherished coping method of many of us, becomes 
less and less possible. I freely admit that I struggle at times to stay calm and feel positive in the 
face of the extra irritations and barriers that the non-disabled world places in my path. I have 
been a disabled person since the age of 5 and to constantly re-iterate, explain, filter my feelings 
and justify myself to another person, social worker, organisation or even family member can be 
very emotionally and physically taxing.  
 
This often comes to mind when I occasionally look at polio postings on Facebook and see how 
people have adapted over the years to fit in with a non-disabled world and yet not recognise this 
as a form oppression and discrimination. Whilst I understand the ómust not grumbleô /óothers have 
had it worseô/ óI do my best to manageô approach, it doesnôt sit well with me at times. I was once 
in a meeting where I mentioned my disability and someone said in response that they didnôt see 
me as disabled but only as a colleague and Simon. A black woman responded, óif someone told 
me that they didnôt see me as black but only as a colleague and Maria I would feel unseen and 
offended as it is one important part of who I amô. Good point I thought! 
 
In PSN we strive, as equals, to explain, work with and educate others including professionals. 
But, I note that it seems hard to recruit actual members and maybe this is because there is a 
denial that we are disabled not just by our impairments but by our lack of power as disabled 
people and polio survivors because we are not loud enough or pushy enough to be heard. Maybe 
we are still trying to ópretendô that we are, in spite of our impairment, just like any non-disabled 
person. By joining and campaigning we acknowledge we are seen as disabled and different, the 
very thing we have been fighting against all these years. 
 
Simon Parritt, C.Psychol, AFBPsS,  MSc, BSc(Hon), BA, CPsSC, MBACP 
Chartered Psychologist 
HCPC Registered Counselling Psychologist 
www.sp-psychology.com 
Simon Parritt <simon.parritt@poliosurvivorsnetwork.org.uk> 

REMEMBER 

No two Polio Survivors are identical  -  what a nightmare for health professionals we must be!    
As Polio Survivors we have developed totally unexpected methods of performing actions         

often using muscles not normally expected by health professionals to be involved in that action. 

If asked by a health professional ñCan you do this actionò 

Remember you may be perfectly correct in answering ñYesò because you can do ité BUT 

1.  Is your way the normal able bodied accepted way. 

2.  If it is different then is it the same way you have always done it or 

3.  Have you had to change the way you do this now because of new weaknessé 

Always answer as if you have been asked ñHow do you do this action?ò 

It is not easy admitting things have changed but                                                                             
assessing you will be much easier if you ótell it like it really isô 



Page 5 É Polio Survivors Network  -  Volume 8, Issue 4/12 -  June 2014 

 

 

 

 

 

 

 

  

 

 

11th International Conference 

May 31st to June 3rd 2014 
Hyatt Regency St. Louis at the Arch 

St. Louis, Missouri, USA. 

Information from the Conference. 

Starts here.. 

PHI has served the community for 55 years and coordinated 11 educational conferences for the 
post-polio community over 33 years. Joan Headley, Executive Director and Polio Survivor writes 
ñOur theme, Promoting Healthy Ideas, asserts PHIôs view that we individually can, and must, be 
part of the solution as we age with a disability. For this reason, PHIôs goal at this conference is to 
arm each participant, including survivors, family members and health professionals with 
information and connections.ò Lastly she gives a message from the Board of Directors asking 
what does the future hold? Asking all to come forward with ideas and comments as to what kind 
of programs we would find most helpful.  

The first day started at 12.00 with registration and a chance to meet and chat with others. 
Followed by a Pre-Conference Orientation session for participants attending their first PHI 
conference. The evening started with a half hour in the bar followed by Dinner and an excellent 
75 minute presentation ñOne Worldò performed by the DisAbility Project of the Uppity Theatre 
Company and Common Threads Dance Company. The theme was how the participants had 
experienced issues in their disabled lives and many a comment triggered a memory from the 
past for the polio survivors in attendance. Three people were given a chance to comment about 
the presentation and each persons voice broke as they were speaking. It was a very emotional, 
thought provoking, excellently acted performance.  

Sunday, Monday and Tuesday there were multi choice sessions. I had to pick which I thought 
would be of greatest benefit to our members. All presentations and supplementary material will 
be made available over the next few weeks and we will let you know how you can obtain a copy if 
you wish. 

Dr. John R Bach [www.doctorbach.com] gave a presentation on Polioôs effects of breathing 
which included many photos of polio survivors and others with respiratory issues that he had 
helped, including Christopher Reeve. His research is written up in many medical articles and his 
three books were mentioned 

1999 - Guide to Evaluation and Management of NMD {Neuromuscular Disease} 
2002 - Non-invasive Mechanical Ventilation 
2004 - Management of Patients with Neuromuscular Disease. 

EXCERPTED SLIDES FROM PRESENTATION. [Editors note:- I appreciate some of the terms 
will not be understood but if you have respiratory issues your health professional may benefit 
from the information] 

How to avoid Respiratory Failure and Tracheotomies. 

¶ Maintain Oxygen saturation >94% without Oxygen especially during colds. 
¶ How? By using Mechanical insufflation exsufflator (MIE) and non invasive intermittent 

positive pressure ventilation. 
¶ If Spo2 <95%, you have either hypoventilation, mucus or pneumonia. 
¶ Since ventilator drive prevents asphyxia avoid sedatives and oxygen. 

Most Common Errors are 

¶ Misinterpretation of symptoms 
¶ Inadequate Pulmonary Function Tests 
¶ Failure to monitor sleep 
¶ Over reliance on Arterial Blood Gases. 
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¶ Over reliance on Tracheostomy 
¶ Over reliance on suctioning 
¶ Oxygen therapy. 
Outcomes of Oxygen Therapy are worse than NO THERAPY.  

 BachJR, Rajaraman R, Ballanger F, Tzang AC, Ishikawa Y, Kulessa R, Bansal T. 
 Neuromuscular ventilator insufficiency: the effect of home mechanical ventilator use vs 
 oxygen therapy on pneumonia and hospitalization rates. Am.J.Phys.Med Rehabil.      
 1998,77(1),8-19 

Supplemental Oxygen Impairs Detection of Hypoventilation by Pulse Oximetry and it also 
ñcovers upò airway secretions. 

 Fu ES, Downs JB, Schweiger JW, Miguel RV, Smith RA. Chest 2004;126:1552-1558 

Treatment Goals 

¶ Optimize chest wall/lung ROM and Growth. 
¶ Optimize cough flows 
¶ Maintain normal ventilation. 

Indications for Tracheostomy 

When the Spo2 decreases below 95% and can not be normalized by NIV [Non Invasive 
Ventilation} or MAC [Mechanically Assisted Coughing] 

[Editors Note:- Cough Assist Machine. The Cough Assist Machine helps to clear 
secretions from the lungs by helping you with your breathing. When you breathe in (inspiration), 
the machine gives you air (positive pressure) to help expand your lungs. When you blow out 
(expiration), the machine creates a sucking force (negative pressure) that pulls the air out of your 
lungs. This rapid change in pressure during the different phases of breathing (inspiration and 
expiration) helps make your cough stronger and more effective. This was demonstrated to me 
and I can see that it would be extremely helpful if we had a cold and have contacted our 
respiratory therapist to discuss this.] 

PROVEN ENERGY BOOSTS. 

Presentation by Betsy Thomason RRT  -  See Flyer 

I attended this presentation and was a bit taken aback by the information. I wonder 
how many other Polio Survivors reading this will have, like me, held their breath to 
perform an action. I thought it gave me more stability and oomph to do things, like 
get up out of a chair.  

Betsy Thomason told us that what we should be doing is to gently blow as if we 
were blowing a childôs pinwheel. This takes little effort and when you finish the in-
breath is automatic and for me (and I expect all of us) larger than normal. Betsy 
told us that instead of holding our breath to perform an action try blowing out gently 
and amazingly it is easier.  

Betsy is going to write us an article for the newsletter but pressure of work meant 
that she could not manage our deadline. More information next newsletter. In the 
meantime you can read the first chapter of her book - see next page. If you do not 
have access to the internet drop us a line and we will print and post you a copy. 

A personal word of caution. I found that whilst I could do this that repeating it more 
than a couple of times, because it increases the depth of breathing, made me a 
little dizzy. So as normal I have started slow using one slow breath out to get up out 
of chairs, and doing two BODs a few times a day, stretching intercostal muscles. 
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If you would like to read the first chapter of Betsy's soon-to-be-published book  

Just Breathe Out: Developing a User-Friendly Body,  

featuring the BreatheOutDynamic system,  

e-mail Betsy at betsy@btbreathingtraining.com with the words  

Just Breathe Out Chapter 1 in the subject line.   


