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October 1t Meeting starting at 10 AM
Children’s Hospital, 2924 Brook Road, Richmond

2005 Central Virginia Post-Polio Conference

On October 1%, we will be presenting an all day post polio conference.
Our morning speaker will be Dr. Mary Ann Keenan
from Philadelphia who will speak on

AProtecting Our Joints: Shoulders, Elbows, Knees, Hips@
Dr. Keenan is an orthopedic surgeon who is well-versed in PPS problems and solutions.
Our afternoon speaker will be physical therapist, Sue Briggs, MSPT
Many of us know Sue from the Richmond PPS Clinic.
She will add her insight into dealing with overly used joints.
We will have pharmacist, Dr. Courtney Goodman for a short question and answer period at the
end of the day.
Lunch will be provided. See registration form and complete schedule inside.

Novemeber 12" Meeting
Please note: This is the second Saturday and we will be meeting in the conference
room at Children’s Hospital. Same entrance — signs will be posted.

Our speaker will be member, Mary Ann Detrana, who will speak on

"Awareness, the Key to Self Care"

It will be an exploration of the many things available for relaxation, stress reduction, immune
system support and just plain fun. Mary Ann’s interest in this was first kindled in the late 80's,
when she first began to suspect she had PPS and was looking for gentle ways to support her
health. Ultimately, she discovered the Feldenkrais Method® of Movement Re-education and
took the four year training to become a Practitioner. She has a small private practice and
teaches Feldenkrais lessons at the Shepherd Center, the open university for seniors in
Richmond. In her life before PPS, she was a free-lance writer and lecturer in the areas
contemporary culture and theology.




Improving Quality of Life: Healing Polio Memories
Linda L. Bieniek, CEAP, La Grange, lllinois, and Karen Kennedy, MSW, RSW, Toronto, Canada

Authors’ Note: People who live with the residual effects of polio experience varying levels of
fatigue, weakness, and pain. For many, managing these challenges involves re-organizing their lifestyles to
adjust to changes in health. Individuals unable to make the necessary lifestyle adjustments usually
encounter difficulties in their jobs, recreational activities, daily routines, and/or relationships. In addition,
some may experience intense reactions to these difficulties, causing upheaval in their lives and those of
loved ones.

In this article, we invite polio survivors to consider how polio memories of various types can affect
present day responses to changing health needs. We focus on the value of resolving polio memories that
may consciously or unconscioudly interfere with survivors' ability to make positive life choices.

While it is common for individuals to experience frustration or discouragement with the loss of physical
function, unresolved memories from the original polio experience may amplify the intensity of their emotional
responses. Some individuals live with traumatic memories of physical, emotional, or psychological injuries that have
impaired their view of the world (Hale, 1996). Others may not have specific polio memories or traumas, but
acknowledge the ongoing stress of coping with disability as a child, and now as an adult.

Protective Coping Patterns

Over the past decade, health care professionals have studied the coping patterns of individuals with chronic
pain and the fears that block their taking steps to manage it (Asmundson, 1999). Such studies may shed light on the
coping patterns of polio survivors. Though they report symptoms related to the late effects of polio, many are
reluctant to consult specialists. A post-polio specific study reports that even when they do consult physicians, 50% of
surveyed survivors had complied with their doctor's recommendations to use assistive devices (Thoren-Jonsson &
Grimby, 2001).

The reasons for avoidance vary and they are important to under-stand. Some survivors experience anxiety
as they approach a medical facility or attempt to wear a nasal mask. Some individuals are unaware of the cause for
their feelings of inaction; others are reluctant even to discuss their reactions.

Survivors may cope with past polio experiences by not thinking about that period of their life. Blocking out
memories is a common way of protecting against uncomfortable feelings such as sadness, anger, or disappointment.
Survivors may unconsciously avoid certain thoughts, feelings, people, or places through distractions such as:

Overworking or taking care of others to the detriment of their own health;

Overeating or unhealthy eating;

Depending on or overusing alcohol or prescription or non-prescription drugs to reduce pain, relieve
anxiety, or to sleep;

Excessively watching television, spending time on the computer, sleeping, reading, or talking;

Neglecting responsibilities (e.g., routine health care, medical claims) because these may trigger
unconscious painful reactions.

Schiraldi points out that continually blocking out memories requires enormous energy that can leave one
fatigued and irritable (Schiraldi, 2000). He adds, “trying to avoid or forget traumatic memories does nothing to
neutralize them. In fact, the more we fear and flee them, the more negative energy we give them (Schiraldi, 2000).”

The energy spent avoiding uncomfortable thoughts and feelings can strain a person’s physiology and
immune system, increasing fatigue and susceptibility to other illnesses.



Another reason survivors may avoid questioning the effects of early polio experiences is that they may feel
protective of the loved ones who sacrificed a great deal to care for them. The intent of reviewing polio memories is
not to criticize or blame others, but to enlighten survivors about how their polio histories affect their present day
choices.

Schiraldi says that traumatic memories may continue to pursue us much like a little barking dog chases a
person until that person stops, turns, and faces it. “Facing the dog” is often the first step in finding healthier ways to
deal with intense reactions and uncomfortable feelings.

"I was in my late 30's when my leg muscles began to weaken and I needed to wear a leg brace again. I
remembered that as a child, I disliked wearing a brace because the only shoes that fit it were ‘brown boy’s shoes.’

“As an adult, I was surprised that I would not wear my new brace in professional and social settings. I was
anxious about how management would react to my physical weakness, and how that might affect my job during a
period of significant staff reductions. As a single woman, I feared further rejection from men since my disabilities
already appeared to be an obstacle. Nevertheless, I was disturbed about my reluctance to wear a brace when it
protected me from tripping and helped to conserve my energy. As an advocate for people with disabilities, I was
ashamed that I could not easily accept using equipment that identified me more prominently as a person with a
disability.

“In psychotherapy, I worked through my grief about losing muscle strength and feelings about cultural
attitudes that impacted my self-esteem. I learned how to forgive myself for fearing the re-actions of others. I also
uncovered valuable memories. I had not realized how hurt I felt when peers avoided or excluded me.”

This example illustrates how past experiences contributed to the survivor’s feelings of anxiety and shame
when she faced the current day decision about wearing a brace.

It also highlights the benefits of personal permission giving — allowing oneself to acknowledge reality,
accept one’s needs, and take the steps needed to initiate purposeful changes. For polio survivors, personal permission
giving is key to making emotionally healthy changes related to the late effects of polio or other chronic health
conditions (Kennedy, 1998).

While the idea of permission giving may sound obvious, it acknowledges the complex dilemmas survivors
may face in order to:
. accept the reality of their physical condition;
acknowledge feelings and express them in healthy ways;
adapt lifestyles to match their abilities and needs;
use assistive devices and adaptive equipment;
seek emotional and practical support; and
consult effective treatment professionals.

Some survivors have benefited from using pschotherapy to explore the impact of their early polio
memories.

"I remember painful experiences during puberty that would further explain my ‘shame anxiety’ (Bieniek,
2001). I realized that when my schoolmates went to the Boys and Girls Club, I felt excluded.

“In the Masters and Johnson’s Trauma Program, I learned to value such memories as ‘gifts.” Although
painful, they explained reasons for my reactions to current day situations and provided me with hope of resolving
social inhibitions that still limited my ability to experience deep intimacy (Westbrook, 1996). Resolving other
memories has in-creased my ability to breathe more deeply, concentrate, exercise, and assert myself in social
situations.”



In her last two explanations, the survivor illustrates “facing the dog.” She faced her reactions to present
day dilemmas, and the limiting effects from adolescent social situations.

Memories of Having Polio

Experiences of having had polio differ. Many survivors experienced supportive responses from their
families, medical communities, and school systems. For some, a sense of community developed in hospital units,
leading to lifelong friendships. For others, new bonds of support have developed over the last 20 years through post-
polio support groups and related organizations.

While many people had supportive experiences, others encountered negative situations including bullying,
emotional alienation, humiliation, or even physical abuse.

Because polio is a contagious disease, children were usually hospitalized in isolation, some in iron lungs.
Often, they endured lengthy hospitalizations and subsequent surgeries involving further separations from their
families.

Until the early 1960s, little was known about the impact of these experiences on child development. The
medical field functioned with an authoritarian approach that did not always take into account the emotional and
psychological needs of the child. The system had not yet learned about the important support role that family
members could play in the hospitalization and medical rehabilitation of young children.

Today, we know that when children are separated from their primary caretakers, they are at risk of
developing attachment difficulties that may affect their ability to maintain healthy relationships in adulthood. Some of
the factors that may determine the impact of a separation are the age of the child, what is communicated at the time,
and the quality of support in the parents’ absence (Lieberman, 1987). Attachment difficulties in adulthood relate to
problems forming and maintaining long-term intimate relationships as in the following example.

A survivor reported that, as a child, she was hospitalized for polio far away from home. Her parents were
unable to travel the distance, so she rarely saw them. When she would cry for her parents, the staff labeled her
crying as being “weak.” As an adult, she fought similar feelings of intense loneliness. Through psychotherapy, she
identified the impact of the staff's mistreatment and the separation from her parents on her present difficulties of
consulting health professionals, expressing emotions, and developing intimate relationships.

Painful medical procedures, unsuccessful surgeries, discrimination, abuse, and the loss of friends who died
from polio are all examples of disturbing experiences that may, consciously or unconsciously, deter individuals from
pursuing medical and emotional assistance Many people have forgotten much of their polio experience; some were
too young to remember. When they understand the possible reasons for feeling anxious or avoidant, survivors may
find it easier to seek the assistance they need. The following questions may help survivors remember how they
perceived what happened to them.

How did you and your family respond to your having polio?

Was it openly acknowledged, a “family secret,” or avoided?

How did you and others respond to your physical pain?

How did others react towards you after your initial recovery?

Did any event leave you feeling disappointed or abandoned by family, friends, medical
professionals, educators, or God?

As individuals deal with the late effects of polio, they may encounter smells, sights, tastes, sounds, or
experiences that cause emotional reactions, reminding them of when they had polio. Memories are often repressed
until an unconscious trigger takes the survivor back in time. Triggers are cues coming from either the external
environment or internal unconscious reactions related to past trauma (Napier, 1993).



For example, an adult survivor recently reacted with pleasure to the smell of the plaster when having a leg
brace fitted. It reminded her of when she was eight years old and was able to walk with a leg brace after a successful
surgery. For her, the smell of plaster represented a positive association.

Triggers, however, are often unconscious cues that can cause intense negative reactions out of proportion
to the current reality. The association may be obvious or subtle (Schiraldi, 2000). For example, grief triggers often
relate to dates, seasons, holidays, memories relating to the age of a child in one’s life, rituals, or music (Dayton,
1997). As the following example illustrates, a trigger may take the form of a bodily reaction, even though the person
may not understand the reason (Napier, 1993).

“As an adult, when I would get into a swimming pool or lake, I would tense up, get short of breath, and, at
times, have an anxiety attack. In therapy, I began to look at early polio memories and realized that my intense
reaction stemmed from a hospital experience. When I was five years old, my polio treatment involved hot baths. One
evening, a nurse left me alone in a bathtub, suspended on a net with water up to my chin. I was unable to move and
had no way to call for the nurse, who had closed the door. I remember praying that I would not drown.

“Once I worked through the feelings and beliefs associated with that terrifying experience, I was able to
get into a pool of water and breathe freely. Since then, exercising in warm water has become my most valuable form
of exercise and a great source of comfort and energy.”

Triggers are opportunities for survivors to understand the sources of their internal reactions, especially
those that create obstacles in their health and relationships. However, even when triggers are not completely
resolved, recognizing their sources can help in identifying ways to protect one’s vulnerabilities.

Effects of Trauma

Distressing events or experiences, whether subtle (e.g., a child’s interpretation of a parent’s facial
expression) or blatant (e.g., terror-ism that kills thousands), can have traumatic effects when they threaten basic
needs to be safe, to trust, to feel some control over one’s life, to be valued, and to feel close to others (Saakvitne &
Pearlman, 1996).

People react differently to threatening events or experiences. For some individuals, their polio experiences
may feel as traumatic as living through a war or natural disaster. The aftereffects can result in clinical conditions. On
a continuum, the effects can range from mild anxiety and/or depressive symptoms to panic attacks,
obsessive/compulsive behaviors, chronic and/or severe depression, post-traumatic stress disorder, and dissociation.
When reactions are severe they can result in feelings of helplessness or being stuck, and an inability to function in
certain areas of life.

Post-Traumatic Stress Disorder (PTSD) is a medical condition that can arise immediately after a trauma or
perceived threat, or be triggered many years later. PTSD frequently takes the form of intrusive thoughts or memories
(e.g., nightmares, recurrent dreams, flashbacks), hypervigilance, isolation and withdrawal, and numbing of feelings
(DSM-1V, 1994).

A common example of dissociation is how children block out distressing events from their conscious minds
in order to cope. For survivors, dissociation often takes the form of blocking physical pain to avoid overwhelming
feelings such as helplessness and hopelessness.

Stephen Levine recognizes that “... Accidents, falls, illnesses, and surgeries that the body unconsciously
perceives as threatening are often not consciously regard-ed as outside the range of usual experience. However, they
are often traumatizing (Levine, 1997).”

In working with a therapy client who suffered from panic attacks, Levine discovered that the cause was a
disturbing childhood memory. The experience resurfaced in the form of intense physical and emotional reactions to
being in a crowded room while taking a graduate exam.



“When she was three, she was strapped to an operating table for a tonsillectomy ... Unable to move,
feeling suffocated (common reactions to ether), she had frightening hallucinations. This early experience had a deep
impact on her ... (Levine, 1997).”

Over time, in her therapy sessions, Levine helped this woman to remember and discover the reason for her
panic attacks. Gradually, she noticed her anxiety decrease and she was able to learn constructive ways to manage
what remained of it.

Each individual will respond uniquely to a traumatic experience based on factors such as personality, self-
esteem, level of emotional support, and past experiences of trauma. For this reason, responses to threatening
experiences or the perception of a loss of safety can differ, even to the same event. While learning from others’
experiences is useful, judging and comparing oneself with others can undermine self-esteem and relationships.

Individuals need to approach themselves compassionately in order to resolve traumatic memories
effectively. The very fact that individuals have survived having had polio reflects the depth of their inner strength.

Making Sense of Trauma

Earlier interpretations of events, especially those formulated during childhood, can result in traumatic
perceptions. When the facts are explored, some individuals have discovered that their perception of an experience
was different from the original intent, as in the following example.

A six-year-old boy who was hospitalized for one year due to polio perceived that his mother had abandoned
him and carried this sense of abandonment with him into his adult life. In therapy as an adult, he learned that at the
time of his polio his father was serving in the military overseas. His young mother lived six hours from the hospital
without a vehicle and was parenting two small children with no family support.

He eventually realized that his mother had, in fact, done the best she could during that difficult time.
Through counseling, he was able, over time, to express and process his feelings of grief, hurt, and abandonment.
This allowed him to connect with the truth of the original situation and to begin to build trust in intimate
relationships.

While previous examples have revealed actual mistreatment and incompetence that have caused great
distress to survivors, the above situation points out how even a perceived threat or loss can have a traumatic impact.

“Children can be traumatized by events that might not be overwhelming to an adult because children’s
minds, especially in the very young, lack the capability to process the experiences. Many of our traumas remain
hidden from us until our minds or bodies give us hints that something is wrong. Scientists have found that we not
only store traumatic memories in our minds, but in our bodies as well. As adults, people may have totally forgotten
the trauma they experienced as children, and start therapy because they are having nightmares or flashbacks of
events they do not recall, or because they are feeling depressed (Finney, 1995).”

From these examples, we can see that even well-intentioned actions can result in harmful long-term
consequences. The goal of exploring past memories is to gain insights that lead to concrete solutions for resolving
complex difficulties in life.

Recognizing the Need to Seek Professional Assistance
Psychologist Gary Schoener, an international expert on professional boundaries, recommends the use of
behavioral health professionals just as we consult specialists in other fields. Schoener suggests seeking professional
assistance from a competent, ethical therapist when:
facing personal difficulties that appear unresolvable;
feeling emotionally stuck over a long period of time;
reacting intensely and out of proportion to the reality of present day situations;



having difficulties making changes that would improve an aspect of life such as physical or
emotional health, cognitive abilities, relationships, or sexuality;

becoming aware of unhealthy coping patterns such as compulsive eating, shopping, smoking,
gambling, cybersex, or depending on alcohol or medications to relax or to sleep;

receiving feedback from others that reveals difficulties adjusting to health changes.

Consultlng professionals is especially important when a person recognizes any of the following signals:
increased pain, weakness, and fatigue due to increasing distress (Westbrook, 2000);
persistent feelings of frustration or irritability;
isolation and withdrawal;
loss of interest in pleasurable activities (including sexual intimacy)
increased difficulty functioning in the workplace;
feelings of worthlessness or hopelessness (Bieniek, 1999);
overwhelming feelings of anger, sadness, fear, despair, shame, or guilt;
nightmares or recurrent distressing dreams;
anxieties, panic, phobias, and fear responses that interfere with functioning;
acting or feeling as if a previous disturbing event were recurring (DSM-1V, 1994);
persistent avoidance of thoughts, feelings, or topics that remind you of a distressing time in your

life.

Always obtain regular medical evaluations to rule out the possibility that other medical conditions are
causing your symptoms.

Taking Stock
Survivors may want to ask people they trust for their perceptions with questions like these:
How do you think I am functioning and adapting to my changing physical needs?
How would you describe my ability to accept assistance from others?
How do you think I respond to my physician’s recommendations?
One essential and healing component of revisiting past memories is that it provides survivors with
an opportunity to tell their story, sometimes for the first time.

In Healing the Blues, polio survivor Dorothea Nudelman and her therapist described her struggle for
wholeness. Dorothea wrote: “We often resist the pure telling of our story. We want to tell the story as we think it
should be and edit out the parts that make us uncomfortable. But this doesn't work. We must be honest and
complete. We must acknowledge even the parts we don't like. In fact, where we have the most resistance is exactly
where special attention is needed. Our resistance signals where we may discover the most important things about
ourselves. There is no part of ourselves we can afford to discard. Every part is crucial for wholeness and has value to
us. When we review our life thoroughly, we return to the present with a renewed sense of meaning and possibility.
We catch up with time, as it were, by finishing what is past (Nudelman & Willingham, 1994).”

Authors’ End Note: We have focused on how exploring polio memories may reveal reasons that
survivors have avoided seeking help or following up with medical recommendations.

We encourage readers to use the aspects of this article that apply to their lives. We believe that
understanding the effects of early experiences can provide insight that offers hope of making positive changes in
current life situations. These changes, in turn, may lead to reductions in pain, healthier personal relationships, less
stress, and greater ability to experience comfort and joy.

Reprinted from IPN Polio Network News, Winter 2002, Vol. 18, No. 1



From Henry’s Desk by Henry Holland
TIME and CONTRAST

In the 1986 film, Peggy Sue Got Married, the main character portrayed by Kathleen
Turner, is going through a divorce and attends her twenty-fifth high school class reunion.
At the reunion event, she is recognized as her class's high school prom queen, and as part
of the reunion celebration, she is crowned again on the stage. In the deja vu (the
sensation or illusion that one is seeing what one has seen before) excitement of the event,
she faints and when she regains consciousness, she is lying in a hospital bed, but the year
is the Spring of 1960, or twenty-five years earlier when Peggy Sue was a senior in high
school. Her life had gone back in TIME twenty-five years, but she had retained total
knowledge of the next twenty-five years. The plot of the story revolves around her
dilemma in what to treasure and what to attempt to change with this foreknowledge. For
example, she tries to tell her boy friend, who is in a rock band, that he should write a song
entitled "You Love Me, Yeh, Yeh", and she tries to make a pair of panty hose to no avail.
She does call and visit her grandparents; an event which she treasures since they had died
by 1985. The film raises the question of what would we do different if we had a second
chance or what we would choose to savor at some time in the past in CONTRAST to what
we know now. This might prove to be a perplexing dilemma if we experienced this Peggy
Sue phenomenon.

If I fainted at a party among old friends and awakened in July, 1950, the first thing
that I would do would be to run through my entire neighborhood including the school yard
playground. I would run until I could run no more because of exhaustion. I would race up
stairs two and three steps at a time. I would avoid all elevators. I would play football,
baseball, basketball, dodge ball and go swimming. I would go everywhere on my bicycle.
I would do many things, but mostly I would RUN. I last ran on September 16, 1950. The
next day I became ill with the polio virus. If I had the "Peggy Sue" opportunity, I would
give serious thought to convincing my family to send me to a different school at the
beginning of that year. I would do everything I could possibly imagine to avoid exposure
to that virus. If I had been able to do just that, what would be the CONTRAST in my life
now? Would I have still gone to medical school, become a psychiatrist, married, and had
three children? How would each of you answer this same mystery? If you had avoided
that destructive virus, what might have been? Would your life have been vastly different,
better, or possibly worse? Of course, some of us were more severely affected by this virus
than others, and maybe for those who experienced good recoveries, the virus had little
effect on the events and choices made in your life, but NOW after much elapse of TIME,
we have post polio syndrome. We really do have a deja vu experience and the playing
field is once again not level. We have another CONTRAST in TIME. Some of us with the
best recoveries are having significant problems with PPS. The maintenance of past life



energies are rapidly waning, requiring difficult life style changes. This is not simple aging,
this is another surprise attack, just not quite as sudden, but equally unfair. "Oh, Peggy
Sue, Peggy Sue, how my heart yearns for you."

Or would we really like a second chance back in time? Maybe the mystery of life involves
the dilemma of who is chosen for a certain experience and who is not; who is endowed
with special gifts and who is not; who thrives in their existence and who does not. Without
the eternal passage of TIME and evolving CONTRAST, we might be devoid of meaning. As
a generalization in assigning some meaning to our group, possibly we were chosen for a
certain unique experience, were endowed with the gifts to deal with this experience, and
now have the striving, dogged determination of the past with the philosophic acceptance of
the present. We have existed in TIME and now we are experiencing the CONTRAST, and
hopefully we feel some exhilaration in the joy and miracle of our individual and mutual
experience in this life.

Peggy Sue, wake up from your dream and celebrate today and the hope of tomorrow.



