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This second installment from the online group dedicated to supporting each other in the fight
against "the MonSter" includes firsthand insights.

From Library JournalA follow-up to Women Living with Multiple Sclerosis (LJ 4/1/99), this edited
collection of e-mail "conversations" provides anecdotal and personal information contributed by
women with multiple sclerosis. The "MS Sisters" discuss how they deal with their disability and
their reactions to a variety of situations and challenges. One woman writes, "Never give up.
Having MS isn't any fun, that's for sure. But it's not terminal and not always horrible. Keep a
positive attitude." Another says about her diagnosis: "In many respects it was a relief to know
that there was a physical cause and that I wasn't just 'cracking up.' " Although this book is not
designed to provide medical information, the insights provided can be a source of affirmation
and consolation to other readers with MS. Recommended for all general health collections,
caregivers, and physicians of MS patients.DMary J. Nickum, Lakewood, COCopyright 2001
Reed Business Information, Inc. --This text refers to the paperback edition.About the AuthorA
former reporter and freelance writer, Judith Lynn Nichols has had MS for almost 30 years. She
lives with her husband in Cincinnati, Ohio, and has two grown daughters. The group of online
MS sisters-or "The Froup," as they call themselves-live all over the U.S., and their voices and
lives appear throughout the book. --This text refers to the paperback edition.
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Living BeyondMultiple SclerosisPraise for the authors’ previous book, Women Living with
Multiple Sclerosis:“Nichols and company are particularly helpful in dealing with the uncertainty
surrounding diagnosis (MS is notoriously hard to pin down) and the resulting emotional roller
coaster. Nichols and her friends have stood up under the trials MS has hurled their way. Their
strength and their practical outlook can help others cope.”—Kirkus ReviewsOnline reviews and
comments from readers:“I wanted to laugh and cry as I read this book. . . . I had a hard time
putting it down to even eat!” (Illinois)“A ‘must-have’ book for anyone living with Multiple
Sclerosis. . . . I hope that there is a Part Two in the works.” (Pennsylvania)“[The members of the
group] discuss openly what MS is all about and do it with clarity, but more importantly with a
sense of humor and spiritualism.” (Idaho)“This book deals with day to day life problems, with the
main point being LIVING!” (Wisconsin)“The stories the women in this book told could have been
told by me. It’s very comforting to know that I am not alone.” (California)“ABSOLUTELY PERFECT
—read it in two days, felt like I was a part. I reread parts of it often just to feel the support and
understanding that is palpable in the pages.” (North Carolina)“More than OUTSTANDING! I am
newly diagnosed with MS (only four months). This book was just the thing I needed.” (42-year-
old mother of three)“It’s a real ‘must-read’ for anyone close to a woman diagnosed with MS.” (38-
year-old retired nurse)“I truly feel that no other book comes close to ‘hitting the nail on the head’
when it comes to how ‘we’ feel, both physically and mentally. Get the book, it’s worth it.” (33-year-
old mother of three)“An informative, well-written, and entertaining book about this dreaded
disease. I look forward to another. Write on!!!” (preschool teacher)Women Living with Multiple
Sclerosis won the 1999 American Journal of Nursing Book of the Year Award for most
outstanding in Consumer HealthLIVINGBEYONDMULTIPLESCLEROSISA Women’s
GuideJudith Lynn Nicholsand Her Online Group of MS SistersCopyright © 2000 by Judith Lynn
NicholsAll rights reserved. No part of this publication may be reproduced or transmitted in any
form or by any means, electronic or mechanical, including photocopying and recording, or
introduced into any information storage and retrieval system without the written permission of
the copyright owner and the publisher of this book. Brief quotations may be used in reviews
prepared for inclusion in a magazine, newspaper, or for broadcast.For further information please
contact:Hunter House Inc., PublishersP.O. Box 2914Alameda CA 94501-0914Project
CreditsCover Design: Design Works / Peri PoloniBook Design and Production:
ospreydesignDevelopmental Editor: Lydia BirdCopy Editor: Shila-Vi AlcantaraProofreader: John
David MarionIndexer: Kathy Talley-JonesProduction Manager: Keri NorthcottGraphics
Coordinator: Ariel ParkerAcquisitions Editor: Jeanne BrondinoAssociate Editor: Alexandra
MummeryEditorial Intern: Martha BencoPublicity Manager: Sarah FrederickMarketing Assistant:
Earlita ChenaultCustomer Service Manager: Christina SverdrupOrder Fulfillment: Joel
IronsPublisher: Kiran S. RanaManufactured in the United States of America9 8 7 6 5 4
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16ContentsAcknowledgmentsForewordPrefaceImportant Note1 The Facts about Multiple
Sclerosis2 The Flutterbuds Are Back!3 You’re Not Alone4 The Elusive Diagnosis5 The ABCs of



Treatment6 The Doctor Is In . . . Or Out7 The Worst of the Worst8 Housework Helps9
Kids’Stuff10 Beyond “Looking So Good”11 Up, or at Least Around: Accessibility, Part I12 Out
and About: Accessibility, Part II13 Working with the System14 No Time to Lose15 Living Beyond
Our LimitsThe Beast WithinGlossary of TermsResourcesIndexAcknowledgmentsI could fill
another book with the names of the people who helped me to write this one. Thanks to all of my
friends and family who offered support, advice, encouragement, and patience.Special thanks:To
Kiran Rana and everybody at Hunter House. Once again, our collaboration has been business
and pleasure in equal measure;To the Buds, Flutterers and Gutterers, for going even higher with
me;To Ron, my enabler, my partner, and the love of my life;To Karen and Julie, my reasons for
trying. Your pride makes me proud;To Bishop Caesar, for the million life-lessons, especially the
one about mission;To Donna Sue, for hanging with me for a lifetime;To my God, for speaking so
clearly once again.ForewordA patient walks into my office complaining of a multitude of
symptoms. Her neurological exam has a few subtle findings. I send her off to get a MRI scan of
her head. It shows several bright spots, suggestive of the demyelinating plaques of multiple
sclerosis. We do a spinal tap and the results come back positive for the markers of MS. I bring
the patient back to review the test results. I worry about making her anxious before she can
come in for her appointment. Hopefully she has someone to come with her with whom to share
the information. Hopefully my schedule allows us to block enough time to answer all her
questions without making her feel rushed. Hopefully we have had enough time during her earlier
visits to have developed rapport. Hopefully she’ll trust me. Hopefully she’ll remember a third of
what I have to tell her. Hopefully on her way in, she doesn’t run into an acquaintance who has a
niece whose boss’s sister-in-law had the disease and ended up in a wheelchair within six
months of diagnosis.Seven years ago I would have told her that there wasn’t too much to do
except wait for another attack. It may come next week, next month, next year, next decade,
maybe never. Today, we talk about immunomodulation, corticosteroids, the MS Society.When
Kim brought me Women Living with Multiple Sclerosis, I was thrilled to have another tool to offer
my patients. Here was a chance to show my patients how other people, real people, lived with
the disease. My copy of the book has become ragged, well thumbed through.Living Beyond
Multiple Sclerosis will inspire patients to transcend the effects of the disease and allow them to
learn from others who have dealt with the disease with courage, attitude, and humor. It reflects
the anger, denial, frustration, fear, camaraderie, courage, faith, resentment, and appreciation of
life that my patients experience on a daily basis. This book will be a wonderful tool to offer my
patients. To the wonderful, brave women who have poured their hearts and souls into these
books, my eternal gratitude for helping me do my job!Lily Jung, M.D., M.M.M.PacMed
ClinicsPrefaceIt has been thirty years since the first signs and symptoms of multiple sclerosis
showed up in my mind and my body. I went through years of absolute ignorance of what those
signs and symptoms meant, more years of a “probable MS” diagnosis, to, seven years ago,
finally seeing definitive proof on MRI films that the condition was, indeed, mine. It would seem
that all that time, with all the physical, mental, emotional, and spiritual transmutations it effected,



would have been enough for me to learn everything there is to know about living with the
MonSter.Even as I lived with It, though, I didn’t comprehend the magnitude and complexity of
what having MS meant. The medical texts that I read seldom described accurately any of my
experiences. If I suspected that something that happened to me was somehow associated with
MS, I couldn’t find confirmation of that anywhere. I was sure that, besides having MS—or maybe
rather than having MS—I was a freak.Then, more than three years ago, I met a group of fellow
female MSers on the MS message boards on America Online’s AllHealth network. We got
acquainted on the Mental Flutters Board (where we talked about the cognitive problems that
come with MS) and moved from there to establish our own round-robin e-mail support system,
the Flutterbuds Group, or the “Froup.”I was both dismayed and delighted to learn from these
ladies that I wasn’t alone. The strange happenings that took place every day in my being were
not so strange after all, but were “gifts” from the MonSter that we all had in common. I was sorry
that there were other people who had to deal with the same things, but elated to realize that I no
longer had to deal with them alone.Finally, there was a place where I could go to talk about the
things that my doctors had never told me could be expected with MS and that nobody, myself
included, would have believed had anything to do with MS. I could sympathize when one of the
Flutterbuds talked about pain that made her want to rip her face off. I could laugh and cry when
one of them wondered why her frozen pizza turned out soggy after she tried to bake it in the
dishwasher. I knew that they identified with my claim that I could no longer sleep lying down and
with my attempts to get my dog to obey commands by flicking the TV remote control in his
direction. We, all of us, understood each other! We were finally free to discuss, honestly and
intimately, the misadventures that come with living with multiple sclerosis. Best of all, we were
free to react, honestly and intimately, to the MonSter’s tricks.We realized that what we’d found
with each other was too good to keep to ourselves. We thought that other MSers might benefit
from the knowledge that, no matter where they lived or what stage of the illness they’d reached,
they had allies who battle the same adversary and who are willing to talk about it. We wanted to
give readers with MS the assurance that the seemingly insignificant problems they encounter
every day are, indeed, significant signs of the MonSter’s work. We hoped to give readers without
MS an inside look at what life with the MonSter entails. Those hopes and wishes led to the
creation of Women Living with Multiple Sclerosis. In that first volume, the Flutterbuds talk mostly
about the challenges we face as women with MS.As we grew even more relaxed in our
conversations, we began to concentrate less on trading lists of symptoms and the challenges
they bring about and more on the ways we’ve devised to get past those challenges. We
discovered, through our collective problemsolving, resources and strengths that we’d never
suspected we had. We’ve survived the assaults of this Beast we call multiple sclerosis and have
sometimes managed to outwit It along the way. We’ve come through each battle stronger, with
our defensive skills sharpened. We’ve found serenity in the realization that sometimes it isn’t
even necessary to take up arms and fight. We only have to pick ourselves up and move beyond
the battlefield. We’ve learned that, no matter what weapons the MonSter employs, It can’t get to



the inner parts of us. No matter how often or how severely It damages our bodies, It can’t harm
the elemental being in each of us.One of the most valuable lessons we’ve learned since the
Froup got together is that there are ways to get beyond barriers. Most of the time, the courage
and ingenuity required to take us down the right path are within us. When we need directions,
there are resources outside ourselves, willing to team up and travel with us. When all else fails,
we can change the way we view the obstacles, redesign them if necessary, transform them from
stumbling blocks into footholds. That’s the message we hope to pass on to other MSers now.As
in Women Living with Multiple Sclerosis, most of what we discuss here is not based on medical
or legal expertise. Even when we talk about giving ourselves injections or finding the right
wheelchairs and canes or filling out forms for Social Security Disability benefits, we speak simply
as women with multiple sclerosis who have done all these things.We welcome the input, in
several chapters, of Robert L. Reed, M.D., my neurologist (in my opinion, the best neurologist—
for me, anyway. And, no, he didn’t tell me to say that). He joins us, not to give medical advice, but
to help us understand how we can best collaborate with medical caregivers to knock down the
MonSter when that’s possible or walk (wheel) around It when it’s not.Dedicated to the memoryof
Russell, Loraine, andJim SwaugerImportant NoteThe material in this book is intended to provide
anecdotal and personal information regarding multiple sclerosis. Professionals in the field may
have differing opinions about this information and change is always taking place. Any of the
treatments described herein should be undertaken only under the guidance of a licensed
medical practitioner. The publisher, authors, editors, and professionals quoted in the book
cannot be held responsible for any error, omission, outdated material, or adverse outcomes that
derive from the use of any of these treatments or information resources in this book, either in a
program of self-care or under the care of a licensed practitioner.1The Facts aboutMultiple
SclerosisI’m somewhat uneasy about the title of this chapter. “Facts” makes it sound like what
will be included is indisputable, with no questions attached. Some of the information here
probably falls into that category; more of it comes from observation and speculation of
researchers. As you read about what MS is, where it came from, and why it’s here, keep in mind
that this isn’t a medical bible. Any statement which includes “may,” “might,” “sometimes,” “usually,”
“typically,” “perhaps,” or any other indefinite description is subject to change as ongoing research
separates facts from theories.Multiple sclerosis (MS) is a disease of the central nervous system
(brain and spinal cord). Onset of symptoms typically occurs between the ages of twenty and
forty, although it has been diagnosed at earlier and later ages. Early signs and symptoms of MS
may be so subtle they are ignored, attributed to exhaustion or general physical rundown, or
dismissed as psychosomatic. Vision problems (blurred or double vision) are often the first sign
that something is wrong. Other early symptoms may include numbness, tingling, and weakness
in any part of the body. In some cases, loss of bladder and bowel control, lack of coordination,
difficulty walking, slurred speech, difficulty swallowing, extreme fatigue, tremors, cognitive
dysfunction, and emotional instability eventually show up. In severe cases, blindness and
paralysis may occur. However, fewer than 25 percent of persons diagnosed with MS ever



progress to a stage where they have to use a wheelchair all the time; even fewer are bedridden.
Symptoms vary widely from one individual to another and, frequently, within one individual at
different times. Even the most severe cases have been known to “burn out” unexpectedly, with
the patient recovering to near-normal functioning.Symptoms occur when the immune system
attacks and destroys the myelin covering on nerve fibers within the central nervous system. The
resulting inflammation and destruction of myelin—and, eventually, replacement of myelin with
sclerotic (hardened) patches—interrupts messages to and from the brain.More than 400,000
people in the United States have been diagnosed with MS. Worldwide, it is present in more than
one million people. It is twice as prevalent in women as in men. The disease is not contagious.
MS is not fatal; most people with MS have a near-normal life expectancy. Except for very rare
cases, death associated with MS is from secondary symptoms, i.e., pneumonia, urinary tract
infections, or skin breakdown in bedridden patients.Although MS is not hereditary, a familial
susceptibility has been observed. At least 10 percent of MSers have other family members with
MS. People (especially women) who have a parent or sibling with MS have a 20 to 40 percent
greater chance of developing the disease themselves. Thus, it’s proven that there is some
genetic link involved, but the strength of that link can’t be measured as a single stimulus for
acquiring MS. If genetics were the only factor, we could predict that, if one identical twin comes
down with MS, the other would, too. Yet, in 70 percent of identical twins, where one has MS, the
other doesn’t.This leads to the conclusion that several different factors must be present to
produce multiple sclerosis.Some authorities believe that a viral trigger is involved, based partly
on the fact that outbreaks of MS have occurred subsequent to viral epidemics in areas where
MS had been relatively unknown. It’s also known that MS exacerbations frequently follow viral
infections in individuals. Viruses that are responsible for measles, herpes, and any number of
other conditions have been blamed for MS; further research hasn’t turned up evidence that any
of those are a direct cause.There seems to be a relationship between geography and/or
ancestry and the probability of having MS. It is most common among Caucasians of northern
European heritage, while it’s rare in Asians. People who spend the first fifteen years of their lives
in tropical areas of the world are at significantly lower risk than the general world population;
those who spend their first fifteen years in temperate regions have a greater risk. Changing
locations after the age of fifteen doesn’t make a difference; people retain their susceptibility
relative to where they spent their earlier childhood years.There is presently no cure for multiple
sclerosis. However, since 1993, many new treatments have been developed which are proven to
reduce the number of attacks and slow the progression of the disease. There are also many
treatments available for symptomatic management of MS.2The Flutterbuds Are Back!Readers
who have returned to listen in on more of the Flutterbuds’ conversations will notice some
changes in the Froup’s roster. A few of our ladies have moved on to other pursuits since the
publication of Women Living with Multiple Sclerosis. Several others are still official Froup
members, but haven’t been able to actively participate in our latest discussions. We’ve missed
each of these friends and ask our guests to remember them, as we do, with fond thoughts.At the



same time, we welcome eight new voices to our circle of contributors. These ladies are
members of another round-robin e-mail group, the Gutterbuds (the name was chosen only
because it rhymes with Flutterbuds. Right, ladies?). Like the Flutterbuds, they met on the MS
Mental Flutters Board in America Online’s AllHealth area and broke away to form their own close-
knit support network. For the sake of putting this volume together, we’ve merged to form a third
group, The Flutterbuds Bookies. We’re grateful for their generous and enthusiastic input.Barb,
one of the first Flutterbuds, is fifty-three. She was diagnosed with MS in 1995, then rediagnosed
as suffering from spinal cord injury in 1998 at the Mayo Clinic. She is a good example of how
difficult it can be to be diagnosed correctly. She and her husband, Charlie, have four children
(youngest son, Tom, fourteen, still lives at home) and one grandson. The family moved from their
farm in Texas to a ranch in Oklahoma in December 1998. Barb still works, but at a much less
stressful job since their move. She plays the organ at her church every Sunday and believes that
making time for her music has improved her physical condition.Everybody needs a passion!
Music is mine.Bren is thirty-six years old and has remitting/relapsing MS. She lives with her
significant other, Al; her daughter Sarah, twelve; and Al’s son Kevin, ten. She has another
daughter Kristina, fourteen, who lives with her father. An original Flutterbud, Bren’s first MS
attack after a six-year remission took place late in 1998; she had to use a cane for the first time
then. Bren says that the last year has taught her to live with “new and annoying” symptoms. She
recently began working part-time doing childcare at a health club, while doing a home-study
course in medical transcription. She volunteers on America Online as an MS support chat host
and as coeditor of a newsletter about MS.I love helping folks with MS, even if it’s just giving them
a place to come and hang their hat for an hour or so. I can be reached at:
hostahthbren@aol.com.Bunny is thirty-five and is married to Paul. She has two “great”
stepchildren, Jon-Paul, who is sixteen, and Taralyn, who is ten. Bunny is unable to work, but she
blames that more on conditions (including a seizure disorder) other than MS.I am in the “limbo”
state of diagnosis. I’ve had symptoms of MS since 1992; I have three white spots on my brain,
but it seems it’s not enough for a diagnosis. So, I’m told it’s all in my head. Yep! That’s where the
lesions are!Chris, forty-eight (!), is married to Mike and has two grown sons, Andy and Adam,
and a stepdaughter, Jill, who recently gave Chris and Mike their first grandson, Tyler. Chris was
diagnosed with MS in 1995, after just three months of symptoms. The cognitive problems have
been the hardest for her.I started making mistakes at a job that I had held for twenty-two years,
so I knew something was wrong! The hardest thing for me to do was to leave work and all my
friends behind!!Chris is one of the original Flutterbuds and is still known as “Ms. Excited,”
because she uses a lot of exclamation points in her letters (when we haven’t stolen all of them
from her!).Debby is thirty-four and is married to Garth. They have four children; Jessica, fifteen;
Amy, twelve; Ashley, nine; and little Jerry, seven.My children are the reason I fight to not give in to
the MonSter.Debby also has three adult stepchildren: Jason, Shawn, and Melinda. Debby
became a grandma at the ripe old age of twenty-seven and loves “every minute of it!”Debby was
diagnosed in 1998. What is her attitude toward MS?With the love and support of my children



and husband and with their ability to make me laugh and to not let me take myself too seriously, I
am going to fight this thing every day. Each day is a new beginning, and my life has just
begun.Dee (who is really named Donna, a.k.a. Donna-Dee) is fifty-six. She is married to Al, and
all of their children are grown (and have blessed us with the most adorable grandchildren! But
don’t all grandparents say the same thing?). It has been three years since Dee’s “probable” MS
diagnosis.During that time, we have learned to live around the MS and with the MS. The
MonSter does rear Its ugly head, and then we have to give It our attention. But we survive and
are stronger for it, maybe not physically, but certainly in other important ways.Dev is forty-eight
and has been married to Mike for twenty-eight years. She has three grown daughters, Stefanie,
Vicki, and Patti; three grandchildren; and two step-grandchildren. Her last job was as an
assistant to the owner of a group home for the elderly and mentally challenged. She stopped
working in 1996. She was diagnosed with remitting/relapsing MS in 1988 after years of doctors
telling her that her symptoms were psychosomatic. She has been in one of the Avonex® (one of
the ABC drugs, the three most widely prescribed treatments for MS) studies since 1991 and
credits her continued remitting/relapsing (as opposed to secondary progressive) status to that.
She spends her time writing, drawing, trying new and unusual recipes, and fishing with Mike.
Dev collects lighthouses and is “sort of a film buff.”One of my favorite sayings is, “If I can’t make
you laugh, then we’ll cry together.” The ladies in the group call me Dev except when I’m having a
bad time and I’m feeling low. Then it’s “Deedles.”Donna, forty-three, has been married to Gary for
nineteen years. They have three children and six grandchildren, who all live nearby. She says
that the time she and Gary spend with their family is the most satisfying part of their lives. She
also has three stepdaughters and five step-grandchildren, whom she doesn’t get to see as often
as she’d like to. One of the first Froup members, Donna was diagnosed in 1997 and left her job
as a police officer shortly after that. Several months after starting on one of the ABC drugs, her
symptoms have eased enough to allow her to return to work in a civilian position on the police
department.I feel energized by the knowledge that I’m actively resisting the MonSter’s assaults
on my body and soul.Helen is fifty-eight. She says that not much has changed since Women
Living with Multiple Sclerosis was published.I’m still with the same person [Janni, Helen’s
partner for the past seventeen years] and still in the same house. The van and the dogs are
different, but that’s about all. The MS even seems to be about the same as always.Helen’s worst
problem is fatigue. We’re not sure she can blame MS for that, since we’ve seen her stay up all
night with sick puppies, construct insulated houses for stray cats, travel to visit her elderly aunt,
and build computers; then she still finds the energy to tell us about it.We’ve noticed that one
thing about Helen has changed—she is no longer able to maintain her reputation as the Froup
Curmudgeon. She tries, but we’ve gotten to know her too well to believe it.Jamie (a.k.a. “Biker
Babe”) is (almost!) thirty-nine. She was one of the founding members of the Flutterbuds Group.
She lives with her significant other, Jeff, and has a twelve-year-old daughter, Jaylon. She was
diagnosed with MS in 1986, ten days after the onset of symptoms that were first identified as an
ear infection, then as a stroke. After she recovered (better than expected!) from her first couple



of attacks, she spent the next twelve years getting around with “a walker on wheels, forearm
crutches, a wheelchair, the walls and furniture, depending on what was available.” [Jamie, you
forgot to mention Harleys!] Jamie had several exacerbations last year which kept her
hospitalized or in a rehabilitation facility much of the time. We’ve missed her in our online talks
and are always happy and grateful to welcome her back when she’s able to spend some time
with us.Janis (our “Rainbow” since the Froup began) is forty-four, married to Roger, with a
daughter, Aleana, and a son, Joseph. She was diagnosed in 1996 and is now considered
secondary progressive (one of the types or stages of MS, when remissions become fewer and
less complete) but still uses just a cane to get around. One of her biggest problems is sensory
overload.I have what I call “freakin’ & peakin’ ” times when too much is going on at one
time.We’re not happy that Janis has this problem, but we love the way she describes it!Joy, now
fifty-nine, has had several visits from the MonSter since Women Living with Multiple Sclerosis
was published. She says that she has been forced to curtail her activities accordingly, “mostly in
the realm of housework.” Even so, she has managed to “be-bop” at high school reunions, care
for four dogs, a cat, and several tanks of angelfish, and stay in touch with family and friends via e-
mail. She is married to Jack and has a grown daughter, Jeni. Joy has been the Froup’s “Saint”
since we got together.Karon hasn’t grown up over the past couple of years; she’s still our “Little
Bit.” She’s married to Sal and has several stepchildren and a new granddaughter, Laney. For the
past two years, she has traveled back and forth between Miami and Jacksonville, Florida, every
other week to help her brother raise his daughter, Victoria. She says that the airport personnel
now watch for her; they know what date it is by her flight pattern. Karon now uses a quad (four-
legged) cane to help her walk.At first it looked just functional; but I went to the craft store and got
loads of stickers and dressed it up. I get lots of questions and compliments about it now. My new
cane has given me lots of confidence. Slowly but surely, the black-and-blue marks from my
many falls and spills (have you ever chased a two-year-old and not fallen?) are fading.In Women
Living with Multiple Sclerosis, Karon claimed to enjoy mostly solitary activities. With her new
confidence, though, she says she’s gotten out of her reclusive lifestyle and made new friends.
She now belongs to two churches and one choir and attends many social functions.Kat was
known as Renee in Women Living with Multiple Sclerosis. She is married to Dewey and they
have six grown children between them. They are now raising their grandson Derrick, who is
twelve. Kat was the Flutterbuds’ “Cybermom” who set up the round-robin forum we use in Froup
communications. Kat has been uncharacteristically quiet during the past year; her mother and
father both died recently. When she joins us now, it’s usually to tell us a story about finding some
new “little miracle”—a sign of God—working in her life.Kathey is thirty-seven. She has one
(wonderful!) son, Josh, who is seventeen.She and her “fella,” Kirk, have been in “one of those
long-distance romances” for about three years. Kathey was diagnosed in January of 1999, the
day after Josh’s sixteenth birthday. Her first symptoms included a bout with optic neuritis (five
years before her diagnosis) and facial numbness (two days before her diagnosis). She works
nights as a registered nurse on a medical unit of a small hospital.MS is not a death sentence,



unless you let it be. Scary? You betcha. But the MonSter can give you a new perspective on
what is truly important: Smelling the roses, petting a dog, hugging people, saying, “I love you,”
often and sincerely.Kim (still our “Tinkerbelle”; we usually call her “Tink”), forty, was diagnosed
ten years ago. She retired two years ago from her job as a nurse for Alzheimer’s patients. She
still lives with her dad and her brother Steve. She credits them and her friend Rita for getting her
through each day. Kim spends most of her free time (Let’s face it—most of it is free time now!)
listening to her police scanner (her latest interest), developing websites, playing computer
games, or visiting online with the Flutterbuds.I have needed all the support I have received from
them and have received all the support I needed. Without them, I would not be here now!Laura,
forty-two, is married to John. She began having recognizable MS symptoms on March 21, 1994,
and was diagnosed on March 21, 1995.March 21 is now known as “Laura Day.” It’s an annual
holiday. If at all possible, I take the day off and do something fun or special for me.It’s been six
years since I started with MS problems, and you would never know I have it. I really do “look so
good.” The thing I regret the most is my loss of innocence. You know that someday you will die or
be ill or whatever, but that is far in your future, after a rich, full life. The MonSter can steal that
idea from you, if you let It.Laura is still able to work full time in contracting work for the
government. She makes some of her own clothing, as well as elaborate costumes that she
enters in competitions at costuming and science fiction conferences. She also helps run the
conferences and collects vintage Barbie dolls.Lori, one of the first Flutterbuds, is thirty. Lori was
“possibly” undiagnosed with MS in 1998, after tests at the Mayo Clinic indicated that she
probably has a still unnamed demyelinating condition similar to MS. Lori spends much of her
time homeschooling her daughter Amanda. She is married to Steve.Marge, our “Crone,” is sixty-
five. She and husband, Jerr, have several adult children. Diagnosed with MS in 1986, she also
has fibromyalgia and several other autoimmune and allergic conditions. A heart attack in 1999
prevented her from being involved in most of our discussions since then. She spends a lot of
time walking and carrying out the rest of her recovery regime.Margo is forty-six. She was
diagnosed with MS in 1998, after more than four years of going to different doctors and being
told that there was “nothing wrong” and she should “consider counseling.” She and her husband,
Roy, have four daughters (two his, two hers), Cami, April, Michelle, and Holly and seven
grandchildren. Margo retired from her job as a letter carrier in 1999, which, she says, made her
redefine who she is.I count my blessings now in different currency. I gauge my productivity by a
different standard. It’s been difficult to do this mental revamping, but even in my darkest hours, I
have faith in my God, in my family, and in myself. I might not beat MS, but I will not let it beat
me.Nadiza is forty-seven. She is married to Joe, who, she says, can still make her laugh and feel
young after twenty-six years together. They have two daughters, Nicole, twenty-two, and Allyson,
twelve. Nadiza was diagnosed in 1988, when Allyson was only eight months old. We sometimes
call Nadiza “Nature Girl” because of her love of plants, animals, insects, and the planet Earth in
general. She has homeschooled Allyson since 1998, which she says gives her a chance to learn
even more about nature.Ramia was diagnosed in 1996 and is forty-one. She has been with the



Flutterbuds since the group was formed. She and her husband, John, have two children, Brian,
nine, and Haley, five.Ramia’s symptoms have gotten worse over the past two years, but she was
still able to go on a ski trip and an Alaskan cruise. She started using a cane last year and
recently got an electric scooter.I do what I am able to do and try not to stress over things I can’t
control. I realize I am not God, so I just relax and go with the flow. If I were God, I’d get rid of this
MonSter and all the other monsters in the world.Robin, thirty-nine, is married to Patrick. They
have three kids: Brandon, thirteen; Danielle, ten; and Jenna, three. She was diagnosed in 1998
and still works full-time as an executive assistant.I try to take life a day at a time, and to say,
“Thanks, God!” a lot. People tell me I’m nice. Ask my family whether I’m still “nice” after I’ve
poured a few thousand milligrams of steroids into this body!Sally, forty-eight, lives by the sea in
California. She is an artist and has been doing most of her work with computer graphics. Her
significant other is George, who lives in an apartment down the hall from hers. One of the
original Flutterbuds, Sally is the owner of Sally’s Fridge (from Women Living with Multiple
Sclerosis), where all of the Froup members’ lost remote controls, slippers, keys, and eyeglasses
seem to end up.My MS is fairly stable now and has been mostly quiet except for a few rough
times with fatigue and sensory problems. I think I have put my MS in the Fridge for a while,
instead of sending everything else I own there. I recently lost my purse and found it a month later
in an ice chest/cooler. Does that count?Sharon, forty-eight, is a social worker/psychotherapist
and is presently the executive director of her county’s Juvenile Court Diversion Program.
Diagnosed as relapsing/remitting in 1995, she was recently reevaluated as secondary
progressive. She married Bob in 1998 in the living room of the house they’d just bought. This
was the first Flutterbud wedding, with the Froup members serving as Sharon’s cyber-
bridesmaids.Yes, Bob knew I had MS, but he married me anyway. He gets quite irate when
people marvel over that fact. But I marvel over it, too!Together Sharon and Bob are raising four
teens, ranging in age from fourteen to nineteen. Sharon and Bob welcomed their first
granddaughter, Madison Grace, daughter Leslie’s baby, last year. Sharon is still our “Yankee
Princess.” At least we think that’s what she’s saying.Tara, another original Flutterbud, is forty-four.
She has three grown sons, Errol, Michael, and Jacob; one granddaughter; and a grandson on
the way. Tara gave up her job as a special education consultant in 1998 because of progression
of MS and a rare neurological disorder called Chiari malformation. She now works in Native
American arts, designing and making prints, jewelry, and medicine bags. She also writes and
illustrates children’s books.In 1999, the MonSter brought Tara a surprise benefit. A local
newspaper ran a story about Tara’s medical condition and her career change. She and Dean,
the photographer who took her picture for the story, have been together since that day!Vicki,
forty-two, is still married to Larry. Their twins, Ash and Zach, are fifteen. Vicki also has a grown
stepson, Jeremy. Thirteen years after her diagnosis in 1986, she was reevaluated as having
secondary progressive/chronic progressive (a type of MS that has characteristics of two of the
progressive types) MS.But I still feel that every day that I wake up above ground is a good day.I
have to add myself in here. I’m Judy Lynn, Lynn, Judy, Judith, JL. It all depends on who is talking



to me (or about me). I’m fifty-one and married to Ron (we just celebrated our thirtieth wedding
anniversary!). Our daughters, Karen and Julie, are both grown and away from home now. Neither
of them has seen fit to give me a grandchild yet. (I’m just stating a fact, girls, not nagging—I’m
taking a two-minute break from that.) My physical condition, thirty years after the first symptoms
of MS showed up, is not as good now as I’d hoped it would be, but much better than I’d expected
it to be. Except for a few acute attacks, I’ve had only slow progression of the MS over the past
ten years; that’s been gradual enough to allow me to adjust as it happens.I love my life. I have the
most wonderful husband and family and lots of good friends. I’m never bored. I can’t ask for
more (unless it would be for a couple of grandkids—are the two minutes up yet?).Now that we’ve
gotten to know each other, we’ll talk for just a few minutes about what the Flutterbuds mean to
each other.Kathey Since I met the ladies in this Froup, I know that whenever I turn on my
computer, there’s a friend there ready to laugh or cry or just chat. I think of us as a combination
of “Cheers” (where everybody knows your name, and they’re always glad you came) and that
song by the Eagles, about singing out loud the things we could not say. Together, we sing, girls!
Me I didn’t realize what I was missing before I met all of you ladies. I didn’t need a support group,
or so I thought. Now I can’t remember where I got that idea, or how I survived before I found out
it was the wrong idea.Helen Have you been reading my mind, Skinny Sister? I can’t remember
how I got by before, either. Now you gals are as much a part of my life as if you were blood kin,
and I need you around!Sally I feel the same way. I am a much happier person. I hardly ever have
the deep bouts of depression I had before. The funny thing is that before I met this group, I didn’t
realize I was unhappy. I thought I was handling things well. Little did I know. . . .Joy Same here,
Sally. Even before we officially started our group, when we were just talking on the Mental
Flutters board, I found myself rushing to the computer every morning to read and post. I didn’t
think of my friends there as “a support group,” just as a delightful bunch of women I enjoyed
interacting with. The shared MS became one of many common bonds, rather than the only
common bond. Our ability to joke about every aspect of our lives, including MS and the rest of
the bad stuff, was really the strongest glue that bonded us. Do you remember how Kat drew us
all into her web of craziness? She made it “okay” somehow to toss globs of purple gak against a
wall or buy red wigs or pee on rocks or do whatever it took to keep laughing and to not take
ourselves or life too seriously. I had never met anyone else quite like her, and I never will.Dee
Me, too! I remember noticing that she was gone from the Mental Flutters board, and so I wrote
and asked her what had happened to her. She wrote me back and asked me to join the Froup,
and the rest is history! Thank God for her!Vicki I don’t mean to downplay what y’all have meant
to me for damn near three years now. But you are all so much more important now, if that’s
possible, since I am no longer working. Larry bought me this new computer, not because we
needed it, but so I would have a more reliable way to keep in touch with y’all. Period. That’s the
only reason I have it. That was his idea, because he knows how much I need y’all.Chris Here’s
my story about computers and Flutterbuds: My son Adam bought a computer, and it sat in our
spare room for quite a while without anybody touching it! I swore I would never touch a computer



at home. Who needed one? Well, when I wasn’t able to work anymore, I finally decided to play
around with it. I was then given a CD for AOL. I ended up on the MS message boards. Wow!!!!!
What a find!!! People with MS, just like me!When I was diagnosed, I knew nothing at all about
MS! Talk about feeling scared! Then I met all my wonderful sisters. Living with MS has become
easier just knowing that I am not alone with this MonSter anymore! I feel that there is nothing that
MS can do to me now that I can’t handle, because I have all of you here to help me.Margo The
things that we talk about are the kinds of stories I need to hear now and what I needed to hear in
the beginning. I need to know that, just because my eyes are going kaputie on me now doesn’t
mean I’m doomed to blindness. I need(ed) to hear it from real, live people, not from doctors or
agencies or other strangers. I can believe it if the information comes from people like me, just
average MSers. I don’t want to hear too much about the people that run marathons and stuff;
they are the way-above-average exceptions to the norm. Aren’t they? Or maybe I’m way below
the norm. . . . I’m thrilled when I can manage to lift a gallon carton of milk to the shelf in the
refrigerator.Kathey If you are below the norm, so am I. But, hell! I couldn’t run a marathon pre-
MS! I know what you mean, though. I’d rather hear about folks living with MS the best they can,
day to day. I’m proud of and thrilled for all the “wonder women” (and men) that I hear stories
about, but I cannot identify with them. I prefer the kind of wonder women that we all are,
struggling sometimes, but laughing and learning and sharing and loving and living.Sharon
Believe it or not, there are times when it’s hard to belong to a group like this. Sometimes being
involved in our conversations drains me. We discuss our loss and grief, our triumphs over this
damned disease, its effect on our families, especially our kids. While you guys are writing, my
mind is going a hundred miles-an-hour, reliving the diagnosis and the “old” days and
remembering how it used to be before MS walked into my life. Writing to all of you and reading
what you’ve written is a great way to get feelings out. But once they’re out, they’re so real and
they create such emotion. The intimacy that comes with the sharing here is difficult. It makes it
hard for me to pretend I’m okay.Sally I have trouble with that too, Sharon. I feel like such a wimp
when I whine. I feel I need to be strong for all of you folks, but I can’t even be strong for me.
When I feel bad, it’s like I let all of you down, because I don’t read fast enough to stay current.
Then, when any of you needs something, I am too out of it to think of anything other than the
same things I say all the time. But please know that when things are going rotten for you, I do say
prayers and picture good things for you, even if I can’t say it at the moment. I so admire all of you
for being able to be there for each other. I feel like a taker, but I want to be a giver. How could you
know the love I feel and the prayers I say for you when I am out of touch?Helen Because we
know you, Sally, m’dear, and we know all about that big wonderful heart of yours! You may think
you don’t give, but you do, just by being there and being yourself. You put so much caring into
just a few words. Just accept the fact that we love you and are here for you, and then don’t worry
about it. We have all leaned on you at times, and you’ve been there for us, so now it’s your turn to
lean on us.Dee Sally, when I read your note, all I could think of was that nothing of what you said
about yourself is true! I think that all of us feel the way you do at one time or another. It is hard to



always be able to come up with something significant to say. Sometimes I just read and pray, as
you do. We all do that, depending on where our strength is at the time. You are a wonderful
sister, and I always feel supported and loved by you!Sally I do feel your support even when I
can’t offer any. Sometimes I wonder where I’d be if I hadn’t met all of you ladies.Helen I’m going
to be selfish here and say that I wish we didn’t have MS, but that we’d met each other
anyway.Me What else do we all have in common that might have brought us together? I can’t
think of anything. If we didn’t have MS, would we have met at all? That’s unthinkable! If it came to
a choice between having both or not having either, I don’t think I’d have a problem deciding. If
having MS is part of the package of having you ladies in my life, then It’s welcome.Kat And this is
exactly the reason I thank God everyday that I have MS. I’ve told a few people that I am grateful I
have MS—they think I am totally deranged; I guess they attribute it to the disease. My personal
opinion is that all of us, this whole group, together and individually, have more smarts than most,
because we learn from each other how to get along every day with the MonSter, who is very
hard to get along with! I believe we look deeper, seek more knowledge about everything and
everyone in our lives because we know, from knowing each other, that there is good everywhere.
We are in a position to teach people compassion, because we’ve learned it right here with each
other.What I’m trying to say is that having MS is yet another sign that God is working in my life.
Sure, he could have brought us together under some totally different circumstances. Who
knows? Who cares? Not me. I just know that, as ugly as the MonSter is, It screwed up and sent
me many blessings—y’all! And I bet that pisses It off big time!Dee Although I would never
choose to have MS or want anyone else to have it, I am blessed because of MS. Having this
superb group of sisters as support is a transforming grace in my life and soul. I am also deeply
thankful for the faith we all share. We rarely have the same beliefs and ideas about religion, but
we share the same inner commitment to one another. We pass this strength on to one another
and back again. We know it is not for us alone. One of the reasons for writing this book is that we
want to share this strength with others.Sharon Friends are angels who lift us to our feet when our
wings can’t remember how to fly. Everything considered, this is how I feel about all of you!Amen,
Sharon!3You’re Not AloneThis chapter is a message to readers, especially those newly
diagnosed who might be having a hard time with the whole concept of having multiple sclerosis.
Let’s say you are a member of the “newbies” group. Your doctor has just told you that you have
MS. You’re being inundated with information and advice, solicited and otherwise. You’re trying to
sift through the mishmash of facts about MS that you know for sure, of tales about the doom and
destruction of body and mind and spirit that you expect to soon experience for yourself, and of
disbelief that this could be happening to you. You’re angry, depressed, and confused. You might
even be relieved (and astonished at your relief!) that what you have is MS, rather than any
number of other conditions that were on your “maybe I have . . .” list. You might feel validated in
the knowledge that what you have is a real, physical, medical disorder. From now on, nobody
can tell you that you’ve imagined all your symptoms, that you’ve brought them on yourself, and
that if you’d just concentrate on something else/make up your mind to get better/remember how



lucky you are/pray about it, you’ll be fine. But the one feeling that underlies, wraps around, and
ties together all the other emotions is fear. You want to know more about MS, but that will mean
confronting the power of the MonSter, looking It straight in the face while It taunts you with what
It can do to you. You want to talk with others who have the condition, but you’re afraid that if you
associate with them, admit that they’re your peers, you’ll end up with all the same disabilities that
they have.Maybe you’re not a “newbie.” Maybe you were diagnosed with MS many years ago. It’s
probably hard to admit that you’re still (or again) going through the same emotional jumble that
you “should” have sorted out at the very beginning. MS can make you feel that you’re starting
from scratch with the idea of getting used to it every time a new symptom shows up or worsens
or disappears or reappears. Once again you’re terrified of what you know can happen or what
you think will happen.The good news is that, if you’ve opened this book of your own free will,
you’ve already taken a big step toward getting over the fear. You’re saying that you want to know
what you have to know. As you read these discussions that have taken place among nearly thirty
women with MS, you’ll learn firsthand about the rotten things that the MonSter can do to you.
You’ll also be assured that It can’t overcome Its captives completely or for long. The ladies in the
Froup have collectively lived through just about every kind of assault that the Beast can conjure
and we’re still around to talk about it. Sometimes we even laugh about it. In the talking and the
laughing and the sharing of ideas and tips, we’ve found ways to survive Its antics and,
sometimes, even to thrive on them.Some of the Flutterbuds have had MS for several decades.
Others aren’t even sure that they have MS. No matter how long you’ve lived with the MonSter,
there’s somebody here who knows what you’re going through. Our goal is to offer help and hope
to other MSers, to let them know that they’re not alone, and to share some of the weapons that
we’ve found most effective in this great war (and in the little daily battles) with the Beast.To begin
with, some of the Flutterbuds look back on what it was like to hear that diagnostic dictum, “You
have multiple sclerosis.” Remembering that mixed-up time, they give a few words of advice to
other MSers, newly diagnosed or veterans, who have decided to travel with us through this
book.Kim The first bit of advice I can offer is, don’t listen to what everybody is going to tell you
about MS from now on. You’ll hear that awful things are going to happen to you. That is not
always the way it is. When I was diagnosed, I had a great doctor who stressed that the worst is
not what always happens, or even what happens most of the time.Even so, the frame of mind I
was in when I got the diagnosis did not allow me to truly hear what the doctor was saying. So
take a friend, spouse, brother, or sister to go with you when you see your doctor. The first few
times you go, you will be overwhelmed. It’s nice to have a second pair of ears to catch what you
miss. Then keep on living. Don’t throw in the towel. The cure might show up tomorrow! Hang
around and see!
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Pisces Queen, “I can relate!. This is a great book! Nothing is sugar coated! Its real, raw, and it
called the MonSter for a reason! Im mom to a toddler, in my early 30's and recently diagnosed
with this disease. I love how these ladies from different lifestyles, different parts of the world and
various ages all met and formed a lifelong bond.If you're looking for great real life advice this is
the book! I read and I cry, not because im in pain but because I relate and I feel like I know these
ladies personally too.”

Patricia Hammond, “good for your soul and how you view m.s. it helps you understand you are
not the only one with these feelings. in fact I want to be part of their group”

Zsuzska, “Five Stars. Great!!!”

Ebook Tops Reader, “Five Stars. grate”

Kim Donovan, “The Best Yet. Living With Multiple Sclerosis was an incredible book. I have been
fortunate enough to read the sequal prior to it's release. It is even more supportive than the first.
There is something for everyone in this book! It provides comfort and support. It allows us to
laugh at a disease that has taken so much away from us. And it gives us an opportunity to cry
with others. Living with MS is hard enough, but to do it without the help of this book is even
harder. It is a definite must read for anyone that has any contact with a person who has
MS....family, friends, doctors, nurses. There is not one person that can read this book that will
not come away understanding more. Take some time out and read this book! You will not be
sorry that you did!”

J. E. Drebus, “Another smashing sucess for the MS community!. My expectations for this sequel
were high, and I was not disappointed! I do feel it "went beyond" living with multiple sclerosis in
making practical suggestions on how others have managed to fight the inner foe and live better,
more productive and more enjoyable lives despite this disease. I'm a former member of "the
froup," and it was refreshing and fun to reconnect with this bunch of indomitable ladies who have
cared enough to share themselves with others in an encouraging and pleasant manner. I highly
recommend this book! I've had MS 27 years; there are valuable insights here.”

N. SEGAN, “Another triumph. Another triumph as beneficial to those with MS as the first book
was, I'm sure. I'd like to see more original, personal writing by this author. Her Introduction is so
clear and crisp--let's "hear" more.”

Keith A. Zimmerman, “Best book on MS I've gotten so far.. I have purchased many books on MS
since I got diagnosed in February and this one is the best by far. Just hearing other women



talking about just about everything I've experienced. It's like inviting some friends over to your
home that have MS too.”
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