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As a long-time survivor of Lou Gehrig’s Disease, one of my
first lessons after the diagnosis was to rid myself of the
resentment — the why me? The choice was always mine. If I
stayed on the path of bitterness it would dominate my life. Or
I could face the challenge and stay open to the lessons of ALS.
That decision, to appreciate the road I'm traveling, has become
my greatest asset; it has become a source of wisdom, strength
and resiliency, and developed my capacity to love more
deeply.

Q — Mariah, how do you keep from getting bitter about all that
has happened to you?

M — 1 don’t believe that bitterness is an option for me. I have
moments of frustration. Moments of impatience. ALS is the
most inefficient, time-consuming way to live! It is also very
draining on my loved ones and I carry sorrow about the way it
has profoundly impacted their lives. At the same time, it’s
really OK with me that I carry this and I'm so aware of the
blessings that come along with it.

Q — lInitially, was there some frustration and some time to
process it all?

M — There were some days and nights of terror, and an
inability to see how I possibly could cope with what was
predicted to happen to me. I think initially I was more in fear
than in bitterness. And if I projected too far ahead, it was really
treacherous. I don’t do that very much now. I’'m in the moment
most of the time.

I have had moments of real grief over imagined effects on my
children. At the same time, Providence has been so generous. I
was able to physically carry my boys the majority of the time.
But, I remember a really tough day when my son Cole wanted
me to carry him and I just could not do it. My son got mad at
me and that was devastating. And it was a day. Only a day.
Half a day.



Q — How do you pick yourself up after that devastation?

M — That day it was love. Always, always love. And I
understood how he must have felt that his mommy would not
carry him.

Q — How old was he?

M — About five. Old enough to be heavy. But, I’'m always OK
if I turn to my own loving compassion for everyone involved,
including myself. I talk to myself. I speak intimately with
myself. Mariah, I am so sorry you are going through this and I
am here with you, loving you until you draw your last breath.

And I have so much gratitude, really deep gratitude. I know I
am such a lucky, fortunate, blessed human being. No one gets
it all. No one gets everything. And I can carry ALS.I can carry
it.

Q — It sounds like it’s more frustration than rage. How is that
different from anger or bitterness?

M — 1t is frustration, impatience. I want to stand up, walk
across the room and cook a meal for my family. I want to drive
my car again. There are so many losses that come with having
this disease. My challenge has been to grow in resiliency and
get up when I fall either physically or emotionally, and then
bounce back and carry on. The world doesn’t owe me health.
And yes, I get impatient. But I think to me bitterness would be
‘why me’, ‘I don’t deserve this.’

The truth is that ALS is not personal — it’s not opposed to me.
I actually experience it as a reluctant teacher. Of course I don’t
deserve this. No one does. And I have it. So I understand it to
be my responsibility to carry it as gracefully as I can and make
positive use of it.

Q — You said bitterness is not an option for you. How do you
keep it out? How do you make it not an option?



M — Love. Love is always most important and it’s more
powerful than anything else. More powerful than anger; more
powerful than bitterness. Love overcomes bitterness every
time. I think my life, inside and out, is so filled with love that
the love outweighs the negativity.

Q — Where do you get the love?

M — It’s in me and it’s outside of me, and in others. And
empathy is everywhere I turn, even in the eyes of strangers. I
notice and I receive. If someone smiles at me, I'll work with
that to really take it in and fill up. I have wonderful friends.
Wonderful family.

You know it’s making that shift from knowing that happiness
is not having what you want; happiness is wanting what you
have. And so I say, all right now, this is my life. I’ve been
given many, many losses; people and parts of my life that I
have loved. And I want this life that I have. I still choose to be
alive in this body and make the absolute maximum I can out of
being here.

Q - Is it hard to be in an ALS support group. You've seen so
many people come and go?

M — 1 have seen so many people die. That is scary. I had to
avoid ALS support groups in the early years; I was too

vulnerable and suggestible listening to their predictions.
When I would listen to a neurologist, it would take me half a
year to shake it off. And then I’d have to go again.

Now I'm less vulnerable to negative predictions, and I still
protect myself from exposure to the gloom and doom
mentality.

Q — Is it painful to go through that over and over again?

M — To watch friends die? Yes, it’s very painful. I mean
people die so fast and it is so frustrating. I also meet newly
diagnosed people far too often. Thankfully I have one
girlfriend, Rita, with whom I've shared all my medical



protocols for years. She’s now alive 21 years. If anything
happens to Rita that would be beyond painful. We always say
to one another, ‘you’re not allowed to die.’

There’s also a process that I find extremely helpful. When I
think that there’s something ahead that I just cannot live with,
cannot tolerate, or I'm afraid I can’t take it, I’'ll do a meditation
and look at that event and sit and sit with me until I organically
come to -- all right I can take it. If that happens, I can go
through that. I did that when I couldn’t tolerate the thought of
not being able to walk or being able to talk. There’s a letting
go of control that is so critically important. I would love to
control this wild horse and I’m not in charge here. So I have to
sit with that and ask myself over and over ‘can you live with
this’, ‘can you live with this’. No, absolutely not. I'm not
willing. I’'m not budging...I’ll die first. Well...I’ll continue
sitting with it.

I was so scared when my children were young. The thought of
leaving them prematurely was unbearable. I think I had to sit
for 7 hours until I got a glimpse of being able to cope or live
and deal with that possibility. It took everything I had in me to
let go of my illusion of having control.

So you go through however long it takes sitting through this,
sitting with this, can you stand this, can you take this. And
finally I say, I will let go of control over this. I’'ll die if that is
what’s to be. Then immediately after that I sit and put full
intention behind the best possible outcome. So there’s a dual
process going on here. I’'m surrendering on the one hand,
letting go of control over the way I think it’s supposed to be
and knowing I’m totally impotent. I no longer have that
internal tension in my body. I'm not gritting my teeth or
clenching my body in resistance to an enemy.

On the other hand, I believe I have enormous impact on the
quality of my life. I'm creating infinite possibilities and
miraculous possibility with my full intention, my full
visualization, and my full belief that miracles are happening all
the time and right now. And I am one of them. I'm able to live
with both of those realities at the same time. So both processes



are in tandem and I think that helps with bitterness too.

Q — There are days I get up and I think about what you carry,
but I've never seen you get that low. There are days and nights
when [ think this life really sucks.

M — 1 think emotional anguish is extremely hard to carry.
I don’t measure it as any less of a force to carry than what I
have. I really don’t. If I had to choose, I might choose what I
have. Don’t underestimate what you’re carrying. For me, I
really believe that love will outweigh and is outweighing what
your past has brought you.

Q — How do I grab love in those moments? 1 guess what I'm
looking for are like lifesavers. In the dark moments, there’s
something I can grab.

M — Reach out to people who love you. Reach in to the love
that’s in you and reach wide in prayer. When it really gets
tough, another thing that helps me is to narrow my focus and
visualize getting to the place where I know that if there were
only one orchid and one iris, that would be enough. My vision
and my gratitude can bring me to that precious awareness of
ever present magnificence and sustenance.

One of the best antidotes to bitterness is forgiveness. When we
are bitter, we are carrying rage and resentment and housing it
in our bodies. When we forgive someone we in no way
exonerate their behavior or trespass. It is more of a gift giving
to ourselves and permission to let go and disentangle.
Extending a helping hand to put down a great weight we have
been carrying. It is a true act of mercy for ourselves. The
beneficial effects of forgiveness ripple out to all our physical
health and to all our relationships.

So I encourage you to take an inventory of your unfinished
resentments and do the work required to fully express and
move through your anger toward them. Then shorten your list.
These resentments can be towards yourself, others, or Fate or



God.

The road to forgiveness can be long and arduous, and is paved
with compassionate understanding of how wrong decisions
could have been made. Move toward forgiveness, even if it’s
inch by inch, until you reach a capacity to forgive the
unforgivable. It will thaw the ice of bitterness and allow you to
breathe your deepest breath.

QO — I don’t think I can do ‘bitterness is not an option.” When
you say love is the greatest power, that makes sense to me a lot
of the time. But how do I grab it in those dark moments?

M — You forget you have it?
Q — You never forget you have it?

M — No...not now. And I believe you’re close to that
integration of love. You’re very close. You must practice
loving you in action and in dialogue. There’s really an internal
and external flow of available love. It’s self-replenishing. Love
is the one thing that the more you give and the more you
express, the more you contain. Whenever you’re giving love,
always include yourself as a recipient of your love.

Q — When you did forget you have it, and I assume you did at
one time, how did you find it?

M — By reaching out to people who love you. Wherever you
go, arrive already loved by you and you’ll be easy to love. Not
that you do it for that reason.

Do you express love every morning with you? Continue with
that. Eventually it will become absolutely automatic. But be
patient. It really takes years before it becomes knee-jerk
automatic and integrated. Give yourself love every morning.
Eventually love will become automatic.

Q — How did you learn that?



M — 1 remember staying home for a period of 2 weeks in
absolute determination to learn to love me. I committed to no
one other than myself. I played music for me. I walked and
talked with me. I cried with me. I held me. And I prayed and
conversed with God. I made this commitment that if it took me
a lifetime I would learn to live with me well. That time was
transformative.

So sometimes it takes devotion to solitude to emerge
connected. Other times it takes reaching out to people who
love you and who will remind you that you are ‘already loved.’

I get constant reminders since being visibly wounded helps
strangers drop their defenses. People are so kind and loving
everywhere. I always say to my single friends...come out with
me for a day and you’ll meet a lot of good people. Walk me
around and you’ll see another view of life.

0O — So you seem to see having ALS as a blessing?

M — 1 try to remember what ALS has given me. And I often
joke that when I got married, my deepest prayer was that I
would stay put. Well, when times get tough, I can’t run away.
Damn! Oh God, I have to stay through this and ask for help.
Wow. Try that one!

What a lesson that was and is...and a blessing. I don’t think I
ever would have learned that as well without ALS.

Another blessing is my relationship with Esalen Institute in
Big Sur, California. Do you know why I got hired to teach
there? I had ALS. At that point, I was doing so well and all the
doctors were saying, ‘you’re over this.” I was the miracle girl
who got hired because I had something to say about healing. I
was a success story. My first workshop was called, “Fighting
Back.”

But, very slowly over several years, it became clear that I was
not over ALS. I was giving a workshop at Esalen every six
months, and during one interval, my voice went from clear to a



slight slurring. I had not been telling my groups in recent years
that I had ALS, and now I was scared and wondering who
would ever want to listen to a leader whose voice was
impaired? I was so afraid I would lose my credibility. I knew I
had to announce this right off the bat — so people would know I
was not inebriated. I remember it well.

Well I'll tell you, that was a defining moment in my life when
I opened the workshop with, “I am clean and sober, and I have
ALS.” People began crying in empathy and asking me what
they could do for me. The best thing you can do for me, I said,
is to let me be here for you. Everyone was so loving and
accepting and the workshop went on. I was broken, and still on
solid ground. It was February of 1992. That was a very
defining moment about possibilities.

So try to find the blessing, even when it’s hard to find. There
always is one. Wait and it will become clear.

QO — That is so very hard to hear, but I think I'm beginning to
understand it.

M — ALS makes me a better person. It really does. I'm not as
arrogant as I was. I'm not as impatient as I was. I’'m more
grateful and wiser. I know what’s important and what’s not. I

know that making commitments to people is a privilege and
not a burden. I understand that being in the present, in the here
and now with full awareness, can make anything possible. And
that loving compassion is perhaps the greatest gift. I continue
learning to actively receive and give love to the full extent my
heart can reach even when my body cannot. I know it’s not
necessary to have a perfect body to have a wonderful life.

To paraphrase Lou Gehrig, I sometimes feel I'm the luckiest
woman on the face of the earth.



P eople often ask me how I do it, listening to people’s problems
all day long. 1 tell them that I don 't hear problems. I hear people
wanting to change, wanting to be better human beings, wanting
to create happier families. From every continent and all walks
of life, 1 hear people wanting to remove barriers in their lives
and provide a healthier environment for their loved ones. This
is a privileged position that I have, sharing so many compelling
and heartwarming moments of laughter and tears with people

working toward healing.
- Mariah Fenton Gladis
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