autism. After 29 years there are times

when I still wonder who my son might
have been. Yet it seems like only yesterday
when I held Tariq for the first time. My
heart pounded with excitement as I held
his soft body next to my heart and our eyes
met. I had visions of playing baseball and
building model airplanes together.

Everything changed when the “autism
bomb” hit and he began endless repetitive
activities. He stopped sharing his joy of
playing and stopped talking. A few years
later he was diagnosed with autism and
mental retardation. The impact sent
family life veering sharply from the course
we were on. That I would lose my perfect
baby was beyond anything I could fathom.
How could it be that he would grow to
adulthood and not read or write or speak?
I can remember believing that I would
never smile or laugh again.

Parents need support and good
services to come to terms with what is
possible and what is not for their child. I
could not have ever found peace without
support. My wife Cindy, Tariq’s stepmom,
weathered the storms of his autism with
me and never wavered in her love. She
knew autism from working in the field and
helped me grasp the diagnosis I was trying
desperately to deny. It took me two years
before I could utter the word “autism.”

Ilearned deeply through my experience,
what Kahlil Gibran meant in The Prophet
when he wrote that joy and sorrow are
inextricably woven together, for sorrow

Ithought I could never accept my baby’s
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Acceptance

If It Doesn’t Mean Giving Up:
What Does It Mean?

opens our hearts to the experience of joy in
everyday life. Accepting that his condition
would be enduring was imponderable.
Nonetheless I learned the developmental
approach of celebrating what he could
do. This made a huge difference for our
relationship. He became a happy child,
and I learned to enjoy him and accept him
as he was. When I played with him in the
ways I thought were weird, he laughed

| learned that
acceptance does
not mean giving up
but rather learning
to live with our
mental and physical

challenges.

and responded and was happy. When I
constantly pushed him to look, to feel, to
do the things that seem ‘typical,’ he was
frustrated and cranky. The autism I hated
with a vengeance refused to go away.

On the path to acceptance, I have
learned many things that have helped
me. My son taught me the meaning of
unconditional love—to honor his sacred
right to be loved for who he is, not what
he has achieved lately, how he looks or
how much money he will earn. I learned
the lesson that hard work isn’t everything.
That grief comes and goes. That anxiety
and sadness come and go. That it
takes time to heal a broken heart. That

happiness and meaning can abound with
acceptance. We don’t have to push away
our painful thoughts and uncomfortable
feelings. I learned that acceptance does
not mean giving up but rather learning
to live with our mental and physical
challenges. I still try to get Tariq to look at
me, to sit with me, to communicate with
me. And simultaneously, I offer to do the
activities I know he will enjoy and offer the
food he loves and the freedom for him to
be himself. I don’t have control over the
autism, but I do have a lot to offer in our
relationship with my child who is living
with this condition.

I have come to know that Tariq’s life
does make a difference in the world. He
is still my little boy. He still puts his head
on my shoulder, and I have never stopped
wanting to hear the sound of his voice.
Yet I love him no less because of that
and perhaps more in ways I could have
never imagined. He has brought many
kind people into my life and helped me to
understand myself and others. He made
me a better father and a better man. His
greatest gift to me is a glimpse into the
human heart where it is not who you
know or what you know or what you have-
-but who you are. My son has only ever
spoken aloud to me once in a while—in
my dreams; but this is how his autism has
spoken to me every day. €

Robert A. Naseef, Ph.D. is the author
of Special Children, Challenged
Parents and the co-editor with
Cindy N. Ariel, Ph.D. of Voices

from the Spectrum. Find them at
AlternativeChoices.com.
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“Autism in the Family, Getting the Big
Picture: Insights, Experience, Intervention,
Research” is based upon this 2013 book from
Brookes Publishing who produced this
interview. The work received advance praise
from autism experts, parents, and people with
autism such as Temple Grandin and Stephen
Shore. The writing integrates clinical,
research, and personal perspectives and
focuses on helping families navigate the
emotional landscape and the controversial
issues of raising a child with autism through
the lifespan. The book includes insights into
the needs, emotions, and parenting
experiences of fathers. Topics include:

* navigating the journey to acceptance

* guiding children’s behavior and
development at every stage

* maintaining a supportive marriage

* understanding the needs of siblings

* collaborating effectively with professionals
* specific issues like meltdowns, food
sensitivities, sleeping, and toileting

* managing stress

* building a circle of support with family and
friends

1. You are in the distinctive position of being both the father of a-now adult-son with autism
and a psychologist who specializes in working with families with a child on the spectrum or
other special needs. Which of these came first, and what influence did one have on the other?

When my son was born, [ was teaching reading in a literacy program for teens who had dropped
out of high school in Philadelphia. The goal of the program was to help inner-city youths become
employable and obtain their high school equivalency diploma. By the time my son was
diagnosed with autism in the mid-1980s, I was the director of a federally funded special services
program for disadvantaged students as well as those with disabilities at a two-year college.

Having seen so many of my students make significant progress, | passionately believed that the
same was possible for my son. Yet early intervention and speech therapy was having little
impact. From this experience, I was inspired to return to graduate school and become a
psychologist focusing on the family issues of children with autism and other special needs. My
research focused on how families of children with special needs developed coping skills. Make
no mistake about it; I was doing this to help myself as well as others.




Tariq’s autism drove me to learn and do more which helped me and helped me to help others.
That dynamic relationship has grown and developed from his first red flags of autism to the
present. Tariq’s 331 birthday 11/29/2012 was coincidentally the release of this new book.

2. Twelve years ago, you wrote Special Children, Challenged Parents to talk about the
experience of having a child with autism. Now you and your son are 12 years older-how does
the perspective of this earlier book differ from the perspective of your new book?

I actually began writing the first edition of Special Children, Challenged Parents in 1988. 1
loved reading as a young child, but I never dreamed I would write a book—not until years after
my son was diagnosed with autism. Then I had a story that I had to tell. It was a privilege and
honor that it was published in 1996. People read my words and told me of the comfort and hope
they found there, and so I kept writing. In 2001, Brookes published a revised edition as Tariq
was entering adulthood. The central theme of my life and work from Tariq’s diagnosis until now
has been the journey to acceptance.

This new book, Autism in the Family, focuses more narrowly and deeply on the challenges that
the autism spectrum poses for family life. Over the last decade, I have traveled around the
country and spoke to thousands of people struggling to accept autism and do the best job possible
for their families. Seasoned by 24 years of professional practice as a psychologist and integrating
advances in research and treatment, I have attempted in this book to help families navigate the
emotional landscape and the practical roadmap through the lifespan—from early childhood
through the school years and adolescence and on to adulthood.

3. It's hard to think of almost anything more heartbreaking than to see a glimpse of the spark
within a child and then see it be shuttered-as happened with Tariq and other children with a
regressive form of autism. What, if anything, can professionals say to a family for whom this
experience is fresh?

It takes time to mend a broken heart. It is so vitally important for professionals to just be there
and listen to what it's like for mothers and fathers. It helps to ask what it's like for them. It is
usually encouraging to observe even the smallest steps of developmental progress. Most of all,
professionals can help parents to be present in the moment with their child and find what they
can enjoy together. In these moments of connection and attunement, the heart finds strength and
rejuvenation.

The emotions of a broken heart are rarely far from the surface and not just for the families of
those who are more severely impacted by autism. Generally speaking, children diagnosed with
autism seemed normal for the first year or more. At times I think it may be even harder for the



parents of children with milder symptoms because it often seems that just working harder might
make everything “normal” again. My perspective is that mothers, fathers, siblings, and children

on the autism spectrum are doing the best they can under the circumstances. When professionals
note and comment on the resilience of families, those families feel supported and encouraged.

4. A central theme of your book seems to be the process of coming to accept your life as it is,
not as you wish it could be. As a professional, what would you recommend to parents to help
them reach that point within themselves?

First, I try to help people look at their grief. It doesn’t help to pretend to be positive when
underneath you may be lonely, afraid, or sad. I learned we don’t have to lie to ourselves. You
can grieve. You can complain. You can mourn. This helps you to go on, make the best of the
situation, and enjoy life. Our life force is resilient, but the desire for the healthy child or a typical
family life may endure, and it may be hard to let go of that longing.

Second, I try to help people accept themselves. A perfectly lovely child or adult on the spectrum
can be very hard to be with because of behavioral, social, or communication issues. When you
love somebody, you love to be with them. When you don’t feel that, the guilt can be unbearable.
You cannot accept yourself or any experience without seeing it clearly in a tender way with
compassion. What Tariq has taught me besides accepting him is to accept myself.

Finally, accepting our pain and ourselves leads to accepting and enjoying our child and our
family. That awareness is the gateway to love and wholeness. Ultimately children with autism
are not just puzzles to be solved. That deep connection that a parent feels with a newborn, or a
child’s first steps, or first words can be felt at any moment when we are truly aware and attuned
to our child. Yearning for what we don’t have blocks knowing and loving the child we do have.
Seeing our child for who she is and giving what she needs from us to whatever extent that is
possible. As best as I can understand it, this is the path of acceptance for families.

5. As a father, what's the one thing you think professionals don't ""get"" when it comes to
supporting families of a child with ASD?

I think professionals don't “get” how hard it is to have a child with the behavioral challenges of
ASD. It often seems from the outside to look like the child with ASD is the boss or king of the
family. Families often live holding their breath until the next meltdown. The household is often
held hostage. Some families feel incarcerated in their own homes.

The over-emphasis on lessening the behavioral symptoms of autism makes it difficult at times to
implement positive behavioral strategies which incorporate an acceptance of a child's
developmental level and skills. Fathers traditionally feel responsible for discipline in the home.



Professionals do not see or hear nearly as much from fathers as they do from mothers. So it is
actually very understandable that the role of fathers is under appreciated. In general, men have a
difficult time talking about the things they cannot change or fix. I discussed at some length what
I called the “secret life of men” as it pertains to raising a child with ASD; admitting tender
feelings has been taboo for boys and men. This can be a secret even from the men themselves.

6. In the book, you mention "shedding the shame" at various points. You also mention your
suspicion that challenges in children radiate inwardly to parents' own sense of being flawed.
Do you think that shame is imposed mostly internally or more externally, from the
community? If the latter, can you think of a change you'd like to see that could alleviate that
shame in the first place?

Both apply and it’s hard to separate which comes first. There may be a sense of failure for
bringing a child with the challenges of autism into the world along with shame and guilt for
feeling disappointed in your child. Given the genetic linkages, thoughts about parents’ own
quirks are natural. Shame results in wanting to hide and not be seen. Sometimes parents avoid
families with typically developing children because of the practical difficulties of socializing
together plus the embarrassment often triggered by their child's differences. These feelings can
be the most intense in public when people seem to stare at a child who is different from the
norm. When people stare, the parent feels different. It is easier for many to feel angry and
embittered.

For mothers as well as fathers, accepting and embracing their painful feelings opens the door to
shedding shame and embracing acceptance. The opposite of shame is pride. As awareness of
autism grows, parents receive more compassion and support in their communities. Pride can
come from celebrating a child's successes, finding what's right with parent and child, and
enjoying time together are antidotes to shame.

7. What about policy changes you'd like to see? (You mention the group of individuals
diagnosed in the early 90s who have now reached adulthood ... You mention the group of
people whose symptoms are not severe enough to receive adult day services but are too severe
to enable them to function independently ...)

As 2012 winds down, there has been a national conversation about a fiscal cliff for the federal
government and the country. For parents of children with ASD and other special needs, there is a
cliff at age 21 when services are no longer guaranteed except for those diagnosed with
intellectual disability. From the moment of diagnosis onward, parents understandably worry
about adulthood for their children. If a child cannot become independent by adulthood how will
they live and how will they be supported?



It has been said that there is strength in numbers, and for a humane society as well as for the
autism community it is essential that we use our strength to secure a meaningful future for our
families as well as our children with autism. While the social and emotional development of
young people with ASD may be delayed, there is strong scientific evidence that it continues in
adulthood. Racism and poverty compound the challenges for families. With adequate support, it
is reasonable to expect continued slow steady progress just as with typically developing adults.
The policy change which we need desperately is to extend support and training for individuals
with disabilities through adulthood.

8. Parents of adult children with autism have exhausted themselves trying to do what is best
for their families. They've tried treatments. They've read books. They've talked with specialists.
What can anyone tell them or provide them at this point that can give them genuine relief or
support?

This exhaustion is typical for parents from the early years onward. Trying to cure autism or even
eliminate its most troubling symptoms can feel like drowning in quicksand. Accepting a child
with autism involves working to change what can be changed, celebrating each step of progress,
and embracing the child in the here and now. It is a delicate balance which is constantly evolving
and requires dedicated parents with good supports and services.

Parents of adult children with autism like those you mention have done a good job. They worked
hard and come a long way with the love and courage. What they need more than anything is the
peace of mind that their vulnerable adult children will be adequately cared for when they can no
longer do so themselves. This is a public health challenge and a moral imperative for society.

9. One of the most poignant moments in your book comes when you talked about the election
of a mixed-race president and not being able to talk about the historical significance and
relate it to your own son-a grief any parent can understand. What can a parent of a child with
autism do with all the If onlies and the unanswerable questions?

Thoughts like these are human and natural. Many parents have told me that they try not to
wonder what might have been but trying to block these thoughts can cause more pain.

When Tariq was born, it seemed inconceivable that there would be an African-American
president in our lifetime. Yet a fundamental truth is that everything changes and nothing remains
exactly the same. This is also true with our troubling thoughts and intense feelings. Like the
weather they can come and go. But just as after a storm, the sky clears and the sun does come
out again.



This is an approach based upon mindfulness which does not mean eliminating painful thoughts
and feelings. Too much focusing on what’s wrong and too much trying to change someone with
ASD blocks us from experiencing happiness and acceptance in our lives. This does not mean
denying real problems. It just means paying attention to the moments we might overlook or
ignore, such as our children running to us when we get home even as the house may be a mess. 1|
counsel parents to pay attention to the experiences that bring pleasure in family life.

10. Your book focuses on your experience with Tariq; in it, you thank him for being a good
son. What message would you like to give your daughters?

My daughters will be glad you asked this question, as am I. Tariq gets the book, but they get the
final question. I am incredibly grateful to have them in my life. As I reflected within my writing,
Tariq taught me among other things to look inside myself and find how to be a better man and
father. My daughters on the other hand have taught me to listen and think even deeper. They
boost my manhood in different and untold ways. Sometimes I bite my tongue when they tell me,
“Just listen, Dad.” My brain is instantly overloaded. What am I supposed to do? How can I
solve the problem? What have I done wrong?

More often than not I don't have to do anything—I just have to get out of their way and be there
while they find their own way. Watching them grow has filled me with pride and wonder. They
are young women now with big hearts and strong keen minds. I have no doubt that their lives
will make a difference; that they will make a difference. It is a distinct honor to be their father.
More than anything they continue to teach me how to be human and what it means to be family.
Recently they surprised me on my birthday by showing up from 2 different states to have dinner.
This was one of the best days of my life so far. They show me a kind of love that is different
than what Tariq can ever show me and it means the world to me.



