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Hullo everyone
As you celebrate this time of the year as your religion dictates Len and I wish you everything that is good.  Keep safe on the road making sure the drunken lunatics are out of your reach.

There is no promise of perfect sunshine!  What strange times we are having with rain, rain and more rain along the east coast.  A friend of mine told me that in Ventersdorp they were all wearing winter clothes it is so cold.  Imagine sleeping in winter pyjamas in Ventersdorp at this time of the year.  Well, as dull as it is the holiday makers are certainly making the most of their time on the beach.
I hope that you enjoy the varied articles in the newsletter.  There is nothing like change of format.

Muscle pain remains a challenge in many of our lives.  Our local chemist sold Len a small bottle of Arnica Oil and Liquid Paraffin, mixing the two together and massaging it into my legs.  It certainly helps, whether or not it is the massaging that helps combined with the mixture of Arnica and Liquid Paraffin I have no idea, but it certainly helps.  I also use it to massage my hands in the morning and evening which gives me great relief.  

As we continue through the festive season let us not forget that we still need to pace.  Even if it is only half-an-hour a day of complete rest, it is important to give your body a break.  Doing too much and more than we should will have a detrimental effect on those of us whose bodies are not nearly as strong as they used to be.
Animal lovers can go to the site http://www.barkingmad.co.za and click on the site every morning and these clicks go toward feeding the abandoned animals.  You can also go to http://www.thehungersite.com and click on the various organisations which also helps feed, educate, etc including giving someone a free mammogram who cannot afford one.  There are many organisations doing so much good work and this is a chance to help for free.

As always
Cilla
Don’t find fault...
Don’t find fault with the man who limps
Or struggles along the road,

Unless you have the shoes he wears,

Or stumble beneath his load.

Don’t be harsh on the man that sins,

Or pelt him with words or stones,

Unless you are sure, yea, doubly sure,

That you have no sins of your own.

Don’t sneer at the man, who’s down today,

Unless you have felt the blow

That caused his fall, or felt the pain

That only the fallen know.

You may be strong, but still the blows

That were his, if dealt to you,

In the self-same way, at the same time,

Might cause you to stagger too.

Author Unknown
______________________________________________________________________________

Eighth International Post-Polio and Independent Living Conference

St. Louis, Missouri, June 8 – 10, 2000

COPING STYLES AND PERSONAL PERSPECTIVES

OF POLIO SURVIVORS

Frederick M. Maynard, M.D., Peninsular Medical Centre, Marquette MI

Sunny Roller, M.A., The University of Michigan Health System, Ann Arbor, MI

A review of the Past
Post-polio patients often experience new physical symptoms as a recurrence of their original acute illness and many common symptoms are similar.  Muscle weakness or the need for adaptive equipment can rekindle old memories of physical helplessness.  Because many were young during their acute illness, they may mix age-related dependency issues with those resulting from physical impairments.

Additionally, since most cases of acute polio occurred during epidemics, children were often isolated and separated from families.  Intense feelings of fear, rejection, and/or guilt often accompanied an experience of abandonment and entrapment in a hospital.  Furthermore, expression of these emotions by children in great distress was actively discouraged by the social pressures of hospital staffs, families and other patients.  They were told to be good, to stoically accept whatever was being done to them, and especially not to cry.
The re-emergence of intense repressed feelings can come as a surprise to both patient and professional during rehabilitation but must be acknowledged and managed when they occur.  One woman reported with some astonishment that during her initial post-polio clinic visit she began to week uncontrollably the moment she sat on the physician’s examining table.  Another gentleman revealed his unresolved fear of abandonment that immobilized him whenever his business travel required overnight stays away from his home and family.

During their initial polio rehabilitation, patients were encouraged to fight for recovery from residual weakness.  “Use it or lost it” became a household motto for many of these children.  They were also encouraged to overcome their disability through hard work and to set high goals for themselves.  At the 1985 Conference, “The Post-Polio Experience”, for Michigan polio survivors and health care professionals, a former director of the University of Michigan Respiratory Polio Rehabilitation Centre reported that children who did not set personal goals often died.  When maximum physical recovery was reached, polio survivors learned to cope in the world with whatever functional capacity was left.  Characteristic attitudes and behaviour often became part of their personalities as they reached their peak physical capacities by early adulthood.  Until the 1980’s, few were warned that a loss of functional capacity due to age related erosion of physical reserve was to be anticipated.  The alarm experienced by many post-polio patients who develop new functional limitations can add to their psychological difficulty in adapting again to disability.  Since significant change in physical capacity is usually accompanied by strong emotional reaction, it is important that re-rehabilitation professionals do not underestimate the difficulty of re-rehabilitation for post-polio patients.
Three Coping Styles

In the experience of the Post-Polio Program of the University of Michigan Medical Center, distinct patterns for polio survivors’ emotional reactions to the need for re-rehabilitation have been recognized.  These patterns appear to result from three characteristic styles of living with a chronic disability.  A model for categorizing polio survivors has been developed that is based on these observations.  Although it is limited by over-generalization, polio survivors have verbally validated the proposed categories at many post-polio conferences.  A 1963 study of children with polio and their families also describes early coping behaviours that are compatible with this model.  The model designates polio survivors as Passers, Minimizers and Identifiers.  These labels characterize typical attitudes and behaviours that were adopted in order to cope with long-term mild, moderate or severe disability.  Passers had a disability that was so mild it could easily be hidden in the normal course of daily social interactions.  They could pass for non-disabled.  Minimizers had a moderate disability that was readily recognizable by other people.  They often used visible adaptive equipment or had to do physical tasks differently in order to optimally function.  They typically minimized the importance of their physical differences.  Identifiers were severely disabled following acute polio.  They generally needed wheelchairs for independent mobility.  Some also used respiratory equipment.  They needed to incorporate their disability into their identity in order to successfully cope with the major lifestyle adaptations required by their impairments.  A close look at each group’s coping style will clarify the typical patterns of emotional reaction that occur when polio survivors experience disabling late effects.
Passers
Passers worked diligently to hide their long-term disability.  Many of their acquaintances probably did not know they were disabled in any way.  Although immediate family members and friends may have known, on the whole Passers became psychologically invested in hiding their disability from other people.  Even today, they may not like to have to explain it or talk about it.  They do not want to think of themselves as having a disability.  By using denial, they were able to put their disability out of existence mentally and physically and create an image that completely fooled the casual onlooker.  Passers may hide a paralyzed hand by keeping it constantly in a pants pocket or cover slightly imperfect body parts with stylistically camouflaging clothing.  Passing is a coping style that requires constant vigilance and attention to the non-disabled disguise.  Good Passers believe they cannot “blow their cover” or they might get stigmatized as part of society’s disabled minority.
Based on an attitudes survey given to 100 polio survivors, the mildly disabled Passers were the group who was most distressed in having to adjust to the late effects of polio.  They were more likely to be emotionally overwhelmed by the physical changes from the late effects than any of their more disabled post-polio counterparts.  It is important for helping professionals to know that among people with a history of polio, it is the Passers who have the greatest resistance to making, and the most difficulty in accepting, some of the relatively minor lifestyle adaptations that are needed to cope with the late effects of polio.  Passers who are confronted with post-polio Sequelae often have their self-image threatened because they can no longer pass as non-disabled.  Their disability has become undeniable and suddenly they must give into it.
They may become frightened because they do not know how far it will progress.  Typical thoughts may include: “Wearing a brace could lead to using two crutches, and a year later to a wheelchair, or who knows after that... and now that the disability is obvious, what will other people think...?  When confronted with polio’s late effects, Passers often must alter their self-perceptions and lifestyle in order to continue successful coping.  Their forming coping style may no longer be effective and new attitudes and behaviours must be learned.  Clinically, Passers can often by fully rehabilitated because their new disabilities are less severe.  They can often be reassured that modern orthotics, such as plastic braces, can be nicely worn under clothing and completely hidden inside shoes.
Passers may require an unexpected amount of understanding, patience and emphatic support from health care professionals because of strong emotional reactions that are not only triggered by the impending public nature of their new disability, but also by memories of past poliorelated experiences.  What may appear to be an over-reaction to a minor physical change is found in years of fearful cover-ups and a longing to be “normal.”  When their disability progresses from mild to moderate, they become undeniably disabled for the first time.  This can be a harsh reality for them to finally face, accept, and adapt to.  Using a new cane or crutch will publicly reveal a disability than can no longer be camouflaged.  New coping techniques such as re-evaluating priorities, emphasizing the positive, and setting new goals can be invaluable tactics to employ during the process of re-rehabilitation.

Minimizers
Minimizers are post-polio people who have had a moderate disability that was always apparent to themselves and to others.  They have coped with polio’s first effects by minimizing the negative and accentuating the positive.  Minimizers may say, “So what if I use braces and crutches and I can’t walk in a normal fashion, look at all the other things I can do.”  Minimizers have adapted by de-emphasizing physical pain, deformity, and functional shortcomings.  Many have pursued intellectual vocations and avocations in place of more physical or athletic activities.  They often have been high achievers who have pushed themselves to their limits.  Minimizers have learned how to tune out their bodies in order to ignore physical imperfections, a process called “devaluing physique”.  “I was always taught that no one would notice my orthopedic shoes if I wore a pretty smile on my face,” reports one Minimizer.  This practical approach to living with an obvious physical disability has often been helpful for effective coping in a society that emphasizes physical beauty and prowess.  However, Minimizers are often so adept at this form of denial that they recognize polio’s late effects only when physical symptoms become unbearable and insurmountable.  In order to survive and function at peak capacity they have learned to use minimizing as a defence mechanism to such an extent that they become quite insensitive to their own pain, sadness, weakness, and anger.  This perception can occasionally generalize to become an insensitivity to similar conditions and feelings in other people, including persons with a more severe disability.
When asked to respond to the attitudes survey statement, “I feel uncomfortable around other disabled people,” Minimizers endorsed it more than the other post-polio groups.  They often had negative attitudes about severely disabled individuals as a group, particularly wheelchair users.  Therefore, they may feel that to personally begin using a wheelchair signals joining a social group that they have previously devalued and/or that implies defeat, helplessness, and not fighting vigorously enough against polio’s disabling effects.  Minimizers sometimes admit to difficulty being socially linked with someone in a wheelchair because the very association might somehow generate their own need to use one.  It is useful for professionals to recognize these phobic-like reactions to wheelchair use when they occur and employ techniques for helping Minimizers change their perceptions of wheelchairs and wheelchair users.  Indeed, these post-polio patients are the most likely to physically benefit from beginning to use a wheelchair.  Minimizers may have difficulty verbally describing new physical symptoms because they are skilled at ignoring and/or denying such problems.  They need coaching and encouragement to fully focus on their body sensations and reactions and to become what might be called “wise hypochondriacs.”  Health care providers must listen closely to Minimizers for the slightest mention of new medical problems and give them permission to elaborate.  Minimizers most commonly feel guilty about causing others, including health care professionals, inconvenience related to their new disability.  These assumptions can block the progress of thorough and continued re-rehabilitation.  Insightful health care professionals can help Minimizers embrace physical and lifestyle changes brought on by polio’s late effects by helping the patient re-think and newly experience these disabilities, transforming them from burdensome affronts into simple facts-of-life.
Additionally, Minimizers are likely to have intense angry feelings about having to deal with new disabilities and re-rehabilitation.  The classic question is, “do the virtuous fade first?” reflects a justifiable anger at having exercised and strained in daily routines for decades to come back from polio’s acute attack only to become more debilitated later from what authorities call “overuse.”  Returning to rehabilitation can feel like an unfair defeat after a hard-fought struggle to overcome impairments and win the promised, sought-after and permanent exit from medical regimens and institutions.
Health care professionals can acknowledge and validate the Minimizer’s anger as logical and can encourage living with that anger in healthy ways.  Anger may manifest itself by slowing the re-rehabilitation process temporarily and creating resistance to starting new health care regimens.  Alternatively, energy from anger may produce unrealistic expectations and/or impatience with their seemingly slow rehabilitation process.  Anger can also give Minimizers the energy to make positive changes.  However manifested, it is important that the health care professional not misinterpret anger or hostility as being permanent, personal; or irresponsible.  It is a natural reaction to an alarming and serious situation that must be patiently dealt with and for which there is no cure.

In spite of many negative emotional reactions, Minimizers know how to set goals and achieve them with persistence and determination.  The astute health care professional will encourage and help empower the Minimizer to use these qualities to re-focus on what is important in life, to take another look at how to be successful; to set new goals and achieve them in new ways.  Health care professionals, family and friends must be patient in helping Minimizers work through understandable resistance, fears, and anger with re-rehabilitation.  They must respect, remember, and sometimes remind Minimizers that they are experienced copers who have a well-proven capacity to see the positive in adversity and adapt effectively.  As some Minimizers become more disabled, they may want to employ the key coping tactics of postpolio Identifiers.
Identifiers
Identifiers are people who have usually been sufficiently disabled since the onset of their acute polio to require wheelchairs for mobility.  They have needed to more fully integrate their disability into their self-image in order to create successful and meaningful lives.  Through identifying with others having physical disabilities, they have gained the strength to tolerate social prejudices and architectural barriers.  Not surprisingly, many moved beyond their tolerations to become disabled rights activists who inspired environmental change and helped start the independent living movement.
Among the three groups sampled through the attitudes survey, Identifiers most strongly endorsed the statement, “high achievement is a requirement for survival as a disabled person.”  They also most intensely believed that taking an active role in the disabled rights movement was necessary to their future well being in society, and that fully acknowledging their disability will help them cope with it more effectively.  With the onset of polio’s late effects, many Identifiers confront the loss of their independence.  The smallest functional forfeiture can be extremely distressing to a person who has been chronically severely disabled.  If breathing function becomes significantly impaired, death may be a realistic threat.  For Identifiers who have had to work diligently to learn to feed themselves and perform other relatively simple self-care activities, independence in daily living activities maybe one of the most important accomplishments of their lives.  Therefore, if post-polio sequels threaten a decline in strength, they can be expected to appear extremely distressed.  Effective helping professionals need to anticipate the Identifier’s concerns and recognize that their intense interest in autonomy and control of their environment is not pathologic.  Identifiers have needed to develop a heightened concern about physical independence and about personal choice with how required help is given in order to attain high self-esteem and survive with their severe disability.  When their freedom to control personal life activities is threatened by new physical limitation or even by temporary dependency imposed by a hospital setting, Identifiers may experience a threat to their whole life and purpose for living.  This reaction often leaves Identifiers vulnerable to other’s false perceptions of them as being overly controlling, difficult, and demanding people.  In reality, they simply know what they need and are not too timid to ask for it.  The informed health care professional will accept this and will do everything possible to let them continue to feel, and actually be, in charge of what happens to them.
Exceptions to the Models

As previously stated, each of these three coping styles is typically clustered around a mild, moderate or severe disability level.  Of course, exceptions are not uncommon.  Sometimes, those with severe disability demonstrate Minimizer attitudes.  For example, an attorney, who had exclusively used a wheelchair for mobility for over 30 years experienced sincere and deep-felt shock at a physician’s matter-of-fact reference to his severe disability when explaining the wearing out of his upper extremities, his possible need for electric wheelchair use and the advantages of reducing his work day.  The man had de-emphasized his obvious severe disability for years, successfully utilizing the coping style of a Minimizer.  Some Passers, likewise, have been highly visible leaders in the post-polio movement, and Minimizers may share the Passer’s fears of being stigmatized as part of society’s “disabled minority.”

Emotional distress is common to all survivors who experienced a loss of functional abilities and an uncertain future.  However, the greatest distress can be anticipated when a person’s current functional capacities cause them to change from being a person with a hidden to a socially obvious disability, and from being a walker to a wheelchair user.  It must be remembered that each coping style can be successful.  Any of them can assist a given individual in maintaining their highest functional level and their optimal social adjustment.
Successful Re-Rehabilitation

Passers, Minimizers, and Identifiers each adopted a characteristic coping style in the past that worked to create some of our generation’s most successful and resilient survivors of physically disabling illness.  The onset of new post-polio problems can present a challenge to their previously successful methods of coping and create significant emotional distress and pain.  Health care professionals need to be aware of polio survivors’ typical past coping styles and of their need to employ different tactics for coping during the re-rehabilitation process.  Passers can no longer walk without a cane if they are now prone to falls.  Minimizers cannot continue to ignore new pain and Identifiers may need respiratory aids in order to breathe more easily.  Helping professionals can point out to polio survivors that it is possible to find opportunity in their time of change.  Passers can “come out of the closet” or relax and enjoy a little more freedom with their very acceptable natural physiques and identities.  Minimizers can also be empowered to live life with a great sense or wholeness through more fully recognizing, accepting, and integrating all aspects of their bodies. By relinquishing their struggle for physical independence and accepting new personal and technological assistance, Identifiers can gain the time and energy to develop new pursuits and cultivate other realms of interest.  In this honest and supportive spirit of healthy transition, successful re-rehabilitation for polio survivors can be fostered.
Source:  Reproduced with the kind permission of North Central Florida Post-Polio Support Group.

______________________________________________________________________________
Let us laugh......
Julius Malema was out jogging along a parkway when he tripped, fell over the bridge railing and landed in the river below.
Before his body guards could get to him, 3 kids who were fishing pulled him out of the water.  He was so grateful he offered the kids whatever they wanted.

The first kid said, “I’d like to go to Disneyland.”

Julius said, “No problem, I’ll take you there in a state jet.

The second kid said, “I want a pair of Nike Air Jordan’s.”

Julius said, “I’ll get them for you and even have Michael Jordan autograph them.”

The third kid said, “I want a motorized wheelchair with a built in TV and stereo headset!”

Julius looked dumbfounded and said, “But you’re not handicapped!”

“No,” said the kid, “but I’m going to be when my dad finds out that I helped save you from drowning.”
______________________________________________________________________________
Life is sweet just because of our friends,
And the things which in common we share’

We want to live on, not because of ourselves,

But because of the people who care.
It’s giving and doing for somebody else,

On  that all life’s splendour depends,

And all of the joys of this wonderful world

Are found in the keeping of friends.
Author Unkown
_____________________________________________________________________________________________
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Interactive Drumming Explanation
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The Drum Cafe provides each person with a traditional African drum – an accessible musical instrument for non-musicians. Our team of master facilitators and musicians will teach participants how to play and how to listen to one another. Within 15 minutes, the group will be making music together.
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What happens on the day?

The Drum Café team arrive approximately an hour before the starting time and set chairs up in a circle if possible (dependant on layout of the location). The circular set-up represents no hierarchy in the drum circle - all participants are on the same level. Each participant is given a drum.

As participants enter the room, they are met with the inviting pulse of the drum. After everyone is seated in front of their drum (and most often, tapping away already), the drum facilitators start off with a drumming performance. With a repertoire of body language signals, they soon get the participants to join in with simple drumming rhythms. As the facilitation progresses, the group is taught to drum together and to make music as one. 
The end result is a feeling of tremendous unity.
Duration: 45-60 minutes
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Interactive Boom whacking Explanation

Boomwhackers are brightly coloured plastic tubes that are tuned by length to musical notes. 
A great way to expand your musicality, boomwhackers are a wonderful follow-on from drumming as they introduce melody. 
When hit on the hand, each colour boom whacker produces a different tone, with five different tones in total. We split the group up according to colour of boom whacker, and within a few minutes, the group will be making music together.
What happens on the day?

To begin, the facilitators split the participants up into colour groups, and then give each group a different rhythm to play. These intertwining rhythms come together to produce a melodious musical composition and the group is taught to make music as one. Before you know it, your group will be making music together, resulting in a strong feeling of unity.
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Interactive Gumboot Dancing explanation


Interactive gumboot dancing unleashes energy to any event. We provide each person with a pair of gumboots. Our team will teach your group basic dance routines, and within a few minutes the group will be grooving and stomping together.

What happens on the day?

The Drum Café team arrives before the starting time in order to set up, and set out the boots (various sizes) for the participants. As the participants approach, they are met with stomping, slapping, clapping and singing.  

The team starts off with an energized gumboot performance. Dressed in trousers and coloured vests, our performers slap their hands and clap their feet together in an energizing performance of intricate rhythmic patterns. This is followed by a warm-up where everyone is taught very simple gumboot routines. As the facilitation progresses, these routines are placed together to form an interweaving dance. Before you know it, the group will be dancing together. 

Duration: 45 minutes

Benefits of drumming





Promotes unity and team-building


Stress release


Sparks creativity


Self-actualization


Fun!





Benefits of Boomwhacking include:





Team-building


Colour and tone recognition


Rhythm


Creativity


Eye-hand coordination


FUN!











