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A Passionate Memoir about Life with a Teenage Daughter with Severe Autism, Following the
Progress of Acclaimed Book, Finding Lina. Like her passionate first book, Finding Lina, about
her daughter with severe autism, Helena Hjalmarsson brings an intensity of purpose and love to
her second memoir about Lina, Beyond Autism. Lina’s world is one of excruciating challenges.
Helena’s world is the same, but with her own insights, indominable spirit, and amazing clarity
she sheds light and hope for other parents, siblings and caretakers of children with autism, as
well as the children with autism themselves. She unflinchingly examines “the paradoxical nature
of autism, the never-ending mystery of who our children are and how they got here, in the middle
of this unfathomable hurricane of leaky guts, inflammation, yeast, autoimmune disorders,
seizures, sensory breakdown, loss of words, physical freedom, sleep, friends, normal life as we
are used to refer to it.”Beyond Autism is one of an increasing number of “you are not alone”
literary statements from parents of children with autism forwarded to the people whose lives,
similarly, often blocks the view of the larger community. Beyond Autism is intended to be a
meeting place, of sorts. A smile of recognition. A reason for a little dark joke amongst
parents.What Helena recognizes is that whenever Lina is not in mayhem, she is in heaven. “In
those times she seems so free of the burdens of a past and a future, so deeply present and
accepting of the moment …Whenever she is not suffering, it seems to me that she is at that
enlightened, awakened place that most people struggle for a whole life time to catch a glimpse
of.” It’s that glimpse that Helene explores, and shares for all those who want, too, to catch and
gain insight into the lives of those with autism and those who love them.



Blurbs for: Beyond Autism“Beyond Autism is the closest that anyone has come to entering the
mind, unlocking the medical challenges, exploring traditional and non-traditional therapies, and
grasping the potential of an autistic child. Unparalleled in its honesty, compassion and
unconditional love. A must read for physicians, parents, and researchers who want to
understand autism.”—Sheldon Krimsky, Lenore Stern Professorof Humanities and Social
Sciences Tufts University“Helena takes us on a journey of transformation with heart and honesty,
applicable not only the challenges of autism, but to the trial’s life hands us all.”—Ken Siri, author
ofCutting-Edge Therapies for Autism“Hjalmarsson reminds us that even in the most trying of
circumstances, there is always light, a lesson, and above all, love—if we allow ourselves the
space and permission to experience them. Beyond Autism is a testament to the power of the
human spirit and the never-ending quest to connect with our children.”—Julie Obradovic, author
of An Unfortunate Coincidence:A Mother’s Life inside the Autism Controversy“Helena
Hjalmarsson gives us a genuine view into life a shared with a child afflicted with autism – the
pain and frustration but also the joy and mystery of walking a spiritual path with a genuine, loving
person. Beyond Autism is fearless and honest. Hjalmarsson tells autism like it is,
courageously.”—Louis Conte, author of Vaccine Injuries:Documented Adverse Reactions to
Vaccines“Beyond Autism divulges epiphanies as gifts only seen through a special needs
parent’s lens. Helena reminds us to reclaim our self-compassion and Beyond Autism ultimately
defines the autism paradox.”—Lori Ashley Taylor, author of Dragonfly:A Daughter’s Emergence
From Autism . . .A Practical Guide for Parents“It’s easy to lose sight of what is truly important,
especially if it’s been staring you in the face all along. Beyond Autism is about appreciating the
wonder, beauty and creativity all our children on the autism spectrum bring us each and every
day, regardless how it may appear.”—Karen Simmons, Founder, CEO Autism Today, , author of
The Official Autism 101 Manual“In Beyond Autism, Helena Hjalmarsson lays bare with raw
honesty both the extreme challenges and the moments of exquisite beauty in raising a child
severely affected by autism. She speaks openly about moments of awe-inspiring anguish and
pain in a way that many parents experience but cannot express, [while] her love and respect for
Lina shine throughout this memoir.”—Kim Mack Rosenberg, author ofThe Parent’s Autism
Sourcebook“If you want to understand what it feels like to raise a child with severe autism,
Beyond Autism is an excellent place to start. Helena Hjalmarsson’s memoir about her life with
daughter Lina reveals the heartaches, joys and spiritual gifts of this parenting journey. Written in
clear prose, the memoir is filled with beauty, trauma, and grace.”—Mary Holland, faculty, NYU
School of Law“Beyond Autism is a treasure of immense honesty and faith, a tribute to the joyful
chaos of pursuit . . . of medical answers, philosophical understanding, spiritual awakening, and
the ironic reminder that it is sometimes the unknowing that keeps us most present and self
aware.”—Amanda Friedman, MSEd, SBL,Executive Director Atlas Foundation for Autism“This
book truly took me beyond my understanding of the physical and emotional circumstances of



autism by painting pictures from the vivid palate of Lina’s colorful world instead of my own.”—Del
Bigtree, Producer of VaxxedCopyright © 2019 by Helena HjalmarssonAll rights reserved. No
part of this book may be reproduced in any manner without the express written consent of the
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Lina and Elsa and my three best friends,Gabriella, Tony, and Agnes.Thank you for being here
with me. I love you.And to my editor, Lilly Golden, whose kindness, intelligence, and charm
makes me want to write another book.“The wound is the place where the Light enters you.”—
RUMIContentsForeword by Dick RussellIntroductionCHAPTER ONEPANDAS and Acute
Mycoplasma InfectionCHAPTER TWOEnergy Workers and Our Farm in the CountryCHAPTER
THREESafe VaccinesCHAPTER FOURAlternative PathsCHAPTER FIVEThe Ongoing Search
for Healing and PeaceCHAPTER SIXMore Challenges and More SolutionsCHAPTER
SEVENThe Lina EffectCHAPTER EIGHTOur North Salem Home ProgramCHAPTER NINEA
New DirectionCHAPTER TENSelf-CompassionEpilogueForewordby Dick RussellIt’s undeniable
that the rise in diagnosis of children with autism or related disabilities is alarming, if not
epidemic. The latest figures of the Centers for Disease Control released in April 2018 list one in
every 59 American kids now considered autistic. In 2007, it was one out of 150. In the 1980s, it
was one out of 2,000.This means that more than two million U.S. families today experience the
overwhelming challenge of raising such a special needs child. For many, “coping” or “managing”
are words that fail to compute. What to do amid a constantly-changing reality with no apparent
solution often makes life for parents and siblings almost unbearably difficult.That is why this
painfully honest and deeply moving book is so important. A psychoanalyst with a master’s
degree in child development, Helena Hjalmarsson first came forward with a wrenching personal
account in a 2013 memoir, Finding Lina. In Beyond Autism, her now-teenaged daughter’s story
explores alternative avenues of healing that bring to the forefront Lina’s unique gifts.Not that the
book paints a rosy picture. Mother and daughter go through agonizing confrontations and even a
near-death experience together. There are days and nights of not only uncertainty but
hopelessness. There is trial-and-error in the author’s painstaking efforts to find the proper diet,
the right caregivers, the most helpful practices outside the standard medical model. The reader
will accompany the family to encounters with an African shaman and a Navajo healer, both of
whose insights prove invaluable, and to discover various techniques of Neuro-Movement and



RPM (Rapid Prompting Method) to stimulate Lina’s latent abilities.As a father who has faced
similar situations with my now-grown son, once diagnosed with schizophrenia but exhibiting
many characteristics on the autism spectrum, I find much to relate to here. Yes, the sudden
unexplainable mood swings, but also the uncanny response to the invisible energy of a person
or in a room, the non-linear sense of time, the ability to see and feel things beyond the ken of
“ordinary” humans like ourselves. Seeing colors, sensing frequencies, tuning in to undisclosed
thoughts and feelings in another person: rational Westerners label this “otherworldly” and
strange, while indigenous cultures extol and celebrate these as gifts of the gods.So in many
ways, Lina becomes her mother’s teacher—about learning to be in the moment, about the
importance of remaining open to the unconventional, about the paradox that life is, about
compassion, and ultimately about love. Through it all, a witnessing that Lina’s differences are not
so much a curse as a blessing—to her mother and father, her younger sister, and the larger tribe
that gathers in the ongoing search for healing and peace.Lina remains up against very serious
challenges. Yet despite her sometimes frenzied and incomprehensible actions, she often has a
calming effect on others. She finds her solace in the vast ocean, and displays a remarkable
courage in battling not only mental confusion but physical ailments that seem to come with the
territory. In the process of going beyond the spectrum with Lina, her mother too finds courage
and solace. That should serve as the primary lesson of this heartfelt memoir, not only for parents
facing similar hardships but for all of us seeking to become more empathic human beings.DICK
RUSSELL is the author of My Mysterious Son: A Life-Changing Passage Between
Schizophrenia and Shamanism.INTRODUCTIONThis is my second attempt to describe life with
my daughter Lina. She is now fifteen years old. After my first book about Lina in 2013, I had
planned to write another book, this time about Lina’s little sister, Elsa. Throughout the years with
Lina, the challenges and triumphs, the lessons that come from having a child who, at 3 1/2,
suddenly regressed into the incomprehensible abyss of autism, I have wondered what the
autism experience was like for Elsa, who is two years younger than Lina. There is a sweetness,
an uncompromising compassion that I see in Elsa, that so often seems to be present in
individuals who have been standing by, watching their brothers and sisters suffer in ways that the
world around them can little understand. We are too busy being puzzled by autism itself to focus
on what it is like to stand by, as a sibling, watching your sister’s or brother’s struggle. And the
irony is that, besides the children who have this condition, no one understands it as well as their
siblings. Whether they like it or not, they are the true experts on autism.What is it like to have a
sister or brother who can turn a crowded supermarket into an eerie freeze in a matter of
seconds? How does it affect the siblings of children with autism to see the police question their
parents about their sister’s or brother’s deafening screaming, headbanging, biting, kicking, or
latest running away down a busy city street? What is it like for the siblings to over and over again
be left on their own with their sadness and fear as they watch their parent desperately try to
prevent their sister or brother from turning their house into firewood? How does it feel to hear
your parents fill up your whole world with obsessive, incessant talk about the next alternative



treatment for your sibling? What is it like to know that you have more privilege, more well-being,
more opportunity, more responsibility, more expectations, more autonomy, more luck, more
obligation, more friends, better grades, and more enthusiastic teachers than your sister or
brother with autism?I wanted to write the untold story of Elsa, Lina’s younger sister. And I didn’t
just want to write it to benefit someone who is a sibling to a person with autism, or for the parent
of an autistic child with siblings, who may have recognized, somewhere along the arduous line of
trying to keep it all together, that they know less than they thought about their other child’s
experience. I was, in fact, mostly hoping that writing about Elsa would help me understand her
quiet experience as she observed her sister struggle through years of sensory mayhem,
uncontrollable tantrums, loss of words, and oceans of confusion, sorrow, panic, and
disintegration.I was going to write this story because the storm had settled. Lina, at the time, was
doing so much better. We were all sitting around a big metaphorical fireplace, licking our wounds
from the battle. It was quiet. Peaceful. Elsa’s bright, clear voice broke the silence. Finally, I had a
chance to listen to Elsa’s story, reclaim the space that had shrunk right in front of her one-and-a-
half-year-old eyes as her older sister transformed from a charming, loving, verbally skilled big
sister to a person who turned Elsa’s life into an incomprehensible tornado. I wanted to re-create
Elsa’s space. Because her life is just as important, just as urgent, just as relevant as her beautiful
older sister’s.However, five pages into this new book, I asked Elsa, is it ok if I write about you?
And do you know what she said? She said, “No.”She’d already found her space. She didn’t need
me to give it back to her. She is so much more than a sibling to a sister with autism. She doesn’t
need to define herself in that way. She sees herself. She knows herself. And she will express
herself in whatever way she wants, in her own time, with her own words. Consequently, there is
no book about Elsa. But somehow, miraculously, there is a little sister who knows how to claim
and protect her own space.So instead of writing about Elsa, I began the writing of Beyond
Autism. But this book, like the first one, Finding Lina, is really more about finding myself, my own
internal resources, my own inner vision, my own peace and joy, and my own ability to be
compassionate with myself. Because without it, I’m nothing. A more honest title might be Finding
Helena 2. Because the more I get to know Lina, the more time and the more experiences we
have together, the less clear it becomes who we are finding in our journey together, Lina and
I.Autism is the biggest contradiction I have ever come across in my life, one of the most
thoroughly misunderstood conditions on the planet. Lina is one of the most complete human
beings I have ever met. I prefer her company to most others. She is egoless, genuine, and
unreserved in the way she loves her fellow human beings. And yet, the suffering that she has
endured since the age of three and a half, when she had her second MMR (measles, mumps,
and rubella) vaccine and immediately afterward had her first of innumerable seizures and lost
everything, including her speech, takes more than one book to describe. Why would I try? I want
to be very clear. It’s because along this journey, in the middle of this almost unendurable
challenge, I have found so much beauty in Lina as well as in life in general that you will never
hear me say that I regret having Lina. Every parent of a child with autism has their own way of



figuring out how to keep their head above water. Lina has shown me that regretting our situation
or our life together would be like depriving myself of all the possibility that sometimes only shows
up when you’re banging on the door of the impossible.However, I also think it would be a mistake
to try to deny the fact that—with the exception of a small percentage of people on the spectrum
who are fully functional and contributing members of society, able to express themselves, feed
themselves, hold down a job or even a relationship (which is quite a challenge even for ordinary
people of this era)—life with autism is very often brutal, bordering on the absurd.Autism, for most
families with one or more children affected by this compilation of severe challenges, has very
little to do with ordinary life the way most of us understand it. It’s pain and discomfort, leaky gut,
yeast, urinary tract infections, PANDAS, PANS, extreme diet, sensory avoidance, sensory
craving, proprioceptive disorientation, autoimmune disorders, candida, viral infections, brain
inflammation. It’s seizures and all the many, often violent, self-destructive, out-of-control
manifestations of such breakdowns of the brain. It’s bruised arms, bite marks, fat lips, headaches
from hard, adrenaline-driven jabs, broken glass, broken furniture, broken dreams, ripped books,
endless screaming, lives torn up in a thousand pieces. It’s incontinence that can last long into
the teenage years, sometimes for a lifetime. It’s separation, divorce, alienation, loneliness. It’s
depression, confusion and disorganization, disorientation and memory loss from lack of sleep.
It’s loss of career, loss of romantic life, loss of friends, loss of dignity and hope. It’s living on a
different planet and lacking the words to describe to the noninitiated what this planet is like. It’s
the unspeakable, the indescribable, the unlivable. It’s relentless, agitated OCD and weeks and
months of relapse, just when you thought you had found what works.My books are primarily for
the parents, siblings, and caretakers of children with autism.They are two of an increasing
number of “you are not alone” literary statements from parents of children with autism to the
people whose lives often get in the way of a relationship with a larger community. I want them to
be like a meeting place. A smile of recognition. A reason for a little dark joke among parents. The
beginning of a friendship between my child and yours, real or imaginary. The beginning of a
partnership between parents struggling in incomprehensible spaces.I am hoping that it’s also
somehow a door toward something better. Something as egoless as our beautiful and
mysterious children. Something as spacious and free as the place only those who suffer
immensely choose to go to while still on this Earth. Because whenever Lina is not in mayhem,
she is in heaven. Whenever she is not having a hard time, she seems so free of the burdens of a
past and a future, so deeply present and accepting of the moment, so genuinely thrilled with and
embracing of her life just as it is. Whether she is taking that particular breath, eating that
particular piece of cauliflower, or listening to that particular Bob Dylan song . . . whenever she is
not suffering, it seems to me that she is at that enlightened, awakened place that most people
struggle for a whole lifetime just to catch a glimpse of.A friend of mine, a pretty tough policeman
and the father of three boys on the spectrum, once said to me, as if it were the most obvious
thing in the world, “Well of course you want a teacher that’s aware of spiritual reality! Our children
are spiritual beings.” This is Lina’s gift to me and to anyone who spends time with her. Maybe



because of her suffering, maybe because of her calling, or maybe because of something else
that I cannot explain, Lina is connected with so many frequencies other than ours. She is
connected to other spaces and places and mysteries much more intriguing, colorful, and
beautiful than ours. I sometimes get the feeling that she is running out of reasons to spend much
conscious time in our frequency. Most of us are disconnected. We have so little perspective. We
are often so enslaved by what we can see and hear, taste, and touch. So trapped by our
expectations of how we think things should be. So untrained in going beyond, seeing the
invisible, sensing the divine. Not Lina.And as I try to follow Lina along, catch a glimpse of her rich
inner world, understand how her joy can be so complete in spite of everything she has been
through, I learn what I need to do, too. I have to learn to live unconditionally. I have to learn how
to squeeze every ounce of joy out of every possible situation, laugh with my whole heart,
welcome everything, move on quickly, and drop my entangled thought process continuously.
Pack light. Joy is always here. Peace is always here. Life is a dream. What’s real and true is
always complete, never compromised or beaten down, no matter what happens to us.I have
been blessed with circumstances that give me the biggest incentive to reach beyond my own
personal identity and experience, to find inside of me, connected to all that is, that which isn’t
personal, or temporary, but complete, whole, and happy. When my life is so full of challenge that
it seems almost unbelievable, I find what Lina has known all along, the real, true, and free
beyond my own beliefs. I find that this life, in fact, is unbelievable. Nothing to take too seriously.
Nothing to obsess about or trying to manipulate. And I try to stay here. But even when I dip back
into my life and my identity, my feelings and experiences and beliefs, I know that the truth, the
freedom that Lina so easily tunes into, is always there, whether I recognize it or not. It’s always
there, not just for Lina, not just for me, but for everyone.CHAPTER ONEPANDAS and Acute
Mycoplasma InfectionLINA AND I are standing in shallow ocean water, our feet touching the
sand. It is a red flag day. The waves are not as high as yesterday, but the water got murky and
brown overnight. We are in Fire Island, New York, for an extended week in August, after
cancelling our trip to Sweden.We had planned this trip for a long time. Tony, my ex-husband and
the father of Lina and Elsa, was going to come, too. The family trip to Sweden was inspired by
the West African shaman Malidoma, who met Lina, Tony, and me and did divinations and
ancestral readings for all three of us. One of the outcomes was seeing the importance of taking
Lina to Sweden, where she would be able to communicate in her mother tongue and be in the
space of her ancestors. Lina’s first language was Swedish, before she lost all her language and
ability to play and developed acute sensory processing issues.Diet, homeotoxicology,
biomedical interventions, floor time, Son-Rise, Sound Therapy, NeuroMovement, love, and
ongoing and intense working with Lina one-on-one on every level helped my daughter
tremendously. But since of end of May of 2016, right before Lina’s thirteenth birthday, she
experienced a dramatic setback, with acute OCD, violent outbursts, and mental and physical
agitation and turmoil. After a year of increasing bliss and lots of new developments in Lina’s
language, interactivity, and general comfort level, Lina’s struggles had suddenly intensified. In



the last few months, they had reached a new and intimidating crescendo, right around the time
we were to hop on our eight-hour flight to Denmark and drive to the summer house by the coast
in southern Sweden that one of my brothers and I inherited after our parents’ deaths. With Lina’s
frequently occurring breakdowns, it didn’t seem wise or safe to put Lina and Elsa in any kind of
complicated or confined situation, so we found a last-minute rental in Seaview, Fire Island,
instead.The ocean has always been Lina’s friend, before and after her regression into autism.
She has always known how to interact even with very powerful waves and is a strong, however
unconventional, swimmer. She does a mean dog-paddle. Whenever she is in the water, she
goes to her own higher ground, talking, singing, and finding the kind of peace so hard to come
by in her everyday life.This was a day of stormy waters, no different from many such days. Our
wonderful old babysitter, I’ll call her Erika, who had recently gotten married and moved out of
New York City, still worked with us now and then, whenever she had a break in her regular
schedule. She was standing on shore watching, ready to help out, should we need an extra
hand. In light of Lina’s recent difficulties—which looked like they may be caused by something
called PANDAS (Pediatric Autoimmune Neuropsychiatric Disorders Associated with
Streptococcus), a group of autoimmune disorders with very severe consequences—I had
decided that we would always have two people at the beach with Lina, especially in or near the
ocean.Lina and I just stood at the water’s edge, watching the surf roll in toward us, feeling the
energy of the waves as they broke and streamed over our legs up to our waists. To me, the
ocean is always beautiful. Always interesting. I too feel so connected with myself and everything
around me when I’m near it. And even during these very hard times, when Lina’s feet touched
the water, her OCD subsided.I’ve gone over what happened next a thousand times. Suddenly
Lina and I were just swept out by the current. We were quietly and quickly removed from the
shore and pulled farther and farther out. Lina started deliberately swimming back toward shore. I
tried to signal to Erika for help, but she froze; there wasn’t much she could have done at that
point. There weren’t many people on the beach that day, and no lifeguard in sight. Lina started to
whimper as she realized what was happening. I tried to swim her to shore by holding her in front
of me and doing a one-armed backstroke, but she wouldn’t have it. I had to put one of my arms
around her upper back and paddle with my other arm, kicking my legs, but the shore just
seemed farther and farther away. Lina became visibly afraid and kept pulling me under. I couldn’t
breathe. I tried to scream, but no sounds came out of my throat. I have never felt the power of the
ocean in this way, and I felt totally helpless. I have never felt fear in the way I felt it out there.I
don’t think it was me who saved us, but at some point, somehow, I felt the ground again under
my feet. Whatever strength I had left vanished. I couldn’t move myself or Lina another inch
forward. A woman in the shallow water not far from us came over to help and dragged me and
Lina in toward the sandy beach. Lina and I lay in the warm sand for a long time, not saying
anything. Erika sat next to us, also not saying anything. It was shocking for her to see Lina in this
condition, since the last time Erika had worked with her, she had been doing so much better. In
the middle of everything, I had somehow blanked out on preparing Erika for what Lina was going



through before she showed up at Fire Island. And while Erika had always been exceptionally
balanced, competent, and unafraid of challenges in her work with Lina, I still believe this week
was at least as traumatic for her as it was for the rest of us.The rest of that day Lina was in good
form, laughing, calm, comfortable, happy, and with very little obsessive talk. We spent the
evening wandering around the little roads on Fire Island, looking for the “yellow deer” that she
was so intrigued by. Perhaps she was really fascinated that the deer freely and confidently roam
Fire Island, living side by side with islanders and summer guests, oblivious to the dangers of
cars, which are not allowed here. Or maybe Lina was talking about the deer medicine from the
Native American shamanic tradition where different animals, referred to as power-animals, are
understood to offer humans protection, strength, insight, and guidance. Lina only sometimes
finds the words to talk to me about this, but I believe that for her, when an animal comes to her in
her dreams or when she is awake, she listens and feels protected by their particular power. With
love, compassion and gentleness, and unwavering determination, Deer Medicine melts away
even the most monstrous challenge. The deer as a medicine animal can teach us to touch
others and ourselves with unconditional kindness, without trying to force anyone to change but
simply to love ourselves and others just as we are. The deer teaches us that fear does not live in
the same place as gentleness and love. To me, Lina’s ongoing talk about the yellow deer served
as instruction. It was her way of letting me know how to most effectively help her through her
challenges.Eventually, “yellow deer” turned into “yellow tiger.” After our near-drowning
experience, Lina referred to “the yellow tiger in the ocean.” Interestingly, the yellow tiger, in
Chinese shaman tradition, is the king of all tigers and provides great strength and protection in
times of overpowering adversity.To me, our experience of almost being swept out for good in that
dark, murky water had great metaphoric significance. Our existence during the preceding
months had felt like a nightmare. Often, I asked myself how I would get through the next day, the
next hour, the next meal. It had begun around the end of May, when Lina suddenly got stuck on
certain ideas. I remember the night where all she could say was “red and black, red and black,
red and black . . .” We were lying in my bedroom late at night; she was too anxious to be by
herself. Her OCD was relentless. It was past midnight, and Lina was foaming at her mouth,
repeating “red and black red and black” in a never-ending anxious stream. I felt like we both were
in prison. I went with her, saying, “red and black,” quickly like her, then a little slower, with a little
pause in between, introducing variation to allow her brain a moment’s rest, to allow her brain to
perceive something in between the words. She approved and kept on another twenty minutes
chanting a little slower, “red and black.” I said, “Lina, how do you feel about green?” She ignored
me and then said, “Red and black red and black red and black, red . . . and . . . black . . . Green.”I
tried to contain the sense of ecstasy I felt over this color variation. Green in that moment seemed
like finding the road back home, our path from OCD hell toward heaven. A heaven where
everything would be flowing again. Where Lina’s brain would be receptive to outside
impressions, where ideas would flow, and where sometimes there was no grasping, no wanting
what she can’t have, no miserable attachment, just being. Very soon, though, green was



integrated, captivated, taken hostage by OCD and became the new red and black. The night
continued, with us chanting away together. If Lina was going to be in OCD land, I would at least
not leave her there alone. We would be there for as long as we had to be there, and when she
was done, I would be done, too. At some point in the early morning, Lina fell asleep, exhausted.
She looked so peaceful in her sleep—her face so soft, her hands open, her breathing so calm
and full. It was hard to believe that she had been clenching her fists, throwing her head back
violently, foaming at her mouth, writhing around in the bed with stiffened chest just minutes
before. It was hard to believe that this was not just a bad nightmare and that everything would
soon return to how it had been before.It wasn’t just OCD. It was the urgency. The screaming. The
hitting and biting, herself and others. It was heartbreak almost every day. One night, “red cookie”
was the main subject. It was late, but Lina wanted to go out again for another walk, although she
was in no condition for it She was roaming around the apartment like a trapped wild animal. Her
body was completely disorganized, arms and legs seemingly oblivious to the rest of her body.
Her movements were jerky, her head flailing as if it weren’t really attached to her spine. She ran
into the playroom, grabbed a thick, hardcover book from the shelf, and threw it. I am not sure if
she had intended to throw it at me or if I was just in the wrong place at the wrong time, but it
landed hard on my forehead. I screamed out in pain, and Lina screamed even louder. She
banged her own head. She bit her own arm. I tried to grab her and hold her down on the soft
mattress, but she was all muscle at this point and a little taller than I and she got away. Before I
had a chance to catch her again, she bit right into my bicep. Blood immediately surfaced, and it
felt like the ligament was detaching from the muscle. I ran right into the kitchen, shrieking from
pain. I grabbed an icepack and called Tony to ask him to pick up Elsa, who was crying in her
room. It was going to be a long night.By the time Tony came around, the storm had settled. I felt
some kind of numbness, as if I weren’t really there. As if all the scratches and wounds and black-
and-blue marks on my tired body were not mine, not part of my life, just some kind of mistake, a
misunderstanding. Lina is always very calm after the storm. It is as if her episodes were part of a
consciousness that she can’t access when she isn’t in the crisis. If that is true, I see it as a
blessing, even if that means my daughter goes in and out of altered states. Before Tony brought
Elsa with him to his apartment to protect her sleep and sanity for the rest of that night, the four of
us sat in the kitchen, drinking chamomile tea. There were no more episodes that night, and an
hour later Lina was sleeping peacefully in her bed.A couple of days later, Lina’s
homeotoxicologist, Mary Coyle, called. Mary has been our most valued support ever since we
moved back to New York City in 2008. With homeopathic remedies and gentle, detoxing
drainage drops, lots of hearty engagement, remarkable intuition, and a uniquely upbeat attitude,
Mary helped Lina go from having pretty frequent seizures to almost none. This time, Mary called
me to say: “Helena, she has PANDAS, I think you should talk to Dr. Trifiletti.” I had called Mary the
day after Lina’s dramatic regression into OCD and agitation, and Mary, after thinking about it,
comparing Lina’s sudden symptoms to those of so many other children on the spectrum that she
comes into contact with through her clinic, thought Lina’s difficulties were very likely PANDAS-



related.Dr. Rosario Trifiletti is a pediatric neurologist who opened his own PANDAS/PANS
institute in New Jersey to focus on helping kids suffering from these complex disorders.
PANDAS (Pediatric Autoimmune Neuropsychiatric Disorder Associated with Streptococcus) can
happen to any child following a strep infection but, for whatever reason, often occurs in children
with autism. Following a strep infection, the immune system recognizes the foreign cells,
produces antibodies, and attacks the bacteria, but because of the way the strep molecules hide
by mimicking host cells in the brain and heart, etc., the immune system not only attacks the strep
bacteria, but cells in the brain and heart, as well. This is where the neuropsychiatric breakdown
happens. In the case of PANDAS and PANS (Pediatric Acute-onset Neuropsychiatric
Syndrome), the consequences of this immune system confusion very often result in acute OCD,
tics, agitation, violent outbursts, restlessness, loss of appetite, and difficulties sleeping.
Sometimes antibiotics help. Sometimes that’s not enough and other therapies are tried,
including IVIG (Intravenous immunoglobulin), steroids, and plasmapheresis (plasma exchange
therapy in which blood is withdrawn from an individual, the liquid portion is removed and
replaced, and the blood is transfused back into the person). The idea is to remove the offending
antibodies.The earliest appointment we were able get with Dr. Trifiletti was several weeks away.
How would we survive until then? I wondered. I asked Dr. Trifiletti if we could begin antibiotics in
the meantime, after having read up on the symptoms of PANDAS and feeling pretty certain this
must be what Lina was up against. But he would not prescribe anything until he examined her. I
was in a panic. We needed her to be on antibiotics before our visit so that we had a shot at
actually getting her there. So, and this, to be sure, is not one of my proudest moments, I
rummaged through my medicine cabinet and, miraculously, found a round of amoxicillin. Lina
had had secondary pneumonia early that winter, and after trying every natural remedy there
was, we succumbed to traditional meds. We had asked the doctor at City MD to prescribe both
the liquid and tablet form so that we could research which one would be the least destructive to
her gut bacteria. But now, finding the tablets in my own cabinets, I felt triumphant. Lina
responded instantly. The next morning, she was much calmer; still OCDing, but out of the war
zone. Her calm lasted almost a week, then the effects seemed to wear off and the agony was
reentering her system.Lina’s neurologist, recognizing the severity of Lina’s breakdown, agreed to
prescribe Zithromax instead, a stronger antibiotic, to help us get to the appointment with Dr.
Trifiletti without serious harm. In both cases, the antibiotics first brought Lina relief, then, after
about a week, made things worse. But we did manage to get there, our babysitter/aid Roshelle,
Lina, and I. Dr. Trifiletti ordered more bloodwork before prescribing anything new, and we left his
office after a two-hour-long consultation on Lina’s current state, her history, and a brief lesson on
how OCD works in kids with autism and PANDAS. Dr. Trifiletti, a large man with polite, soft-
spoken manners, seemingly lost in his own thoughts of causes and cures, infections, viruses,
transfusions, recoveries, and regressions, struck me as a scientist much more than a doctor.
Someone with an open but very busy mind, someone who devoted his life to strange and
relatively unknown pediatric neuropsychiatric disorders. I left feeling hopeful that he might help



us get a little closer to the enigma of Lina, why we lost her, how we could get her back.
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carrie starnes, “A must read. Deeply moving, and beautiful. Helena writes from the depths of her
experience of life with Lina, with such love. Reading Beyond Autism has been like having a friend
who knows how hard it really can be. Who has lived that and who, without turning away, calls the
Light in anyway. It helped me so much in our last tough patch, when it felt like there were few
people with whom I could share the intensity of what my son has been going through and what it
is like to go through it with him.Thank you Helena, for sharing your spacious, warm, authentic,
courageous, wise and wonderful self”

Jacqui, “Love, love, love!. A beautiful story about a mother daughter relationship written with
depth and honesty. Beyond Autism is focused on the truth beyond the many traumatic situations
of autism, and is focused on the blessings that come from trusting that light and love is always
there, even in the middle of excruciating challenges. It is real and authentic, bold and joyful,
whimsical and inspiring, a must read for anyone who is trying to understand and support an
individual with special needs.”

The book by Helena Hjalmarsson has a rating of  5 out of 4.7. 4 people have provided feedback.
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