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LEADING A NEW VISION IN ALS CARE SINCE 1998

Compassionate Cares

Welcome to our Fall 2013 Newsletter
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This issue of Compassionate Cares focuses on the RESOURCES we offer families and the impact they have.
Please visit www.ccals.orglresources.php for an extensive list of resources we find useful.

(o]
~
0]
N~
[(o]
Tp]
%
<
o
9
X
©
5
()]
—
°
0
©
[&]
Q
o]
N~
N~
[{e]
<
<
<
—~
o
o
7o)
N—
<
N~
o
AN
o
<
=
=
=
>
o
=
@©
L
-—
(%2}
2
o
To]
o
~
X
o
m
)
o
(7))
-
<
(0]
—
©
(©)
(0]
-
©
[
ie]
(2}
(%)
@
o
S
o
(@)

CCALS Resources: Fostering Community & Support

Focus on: Wally Kittredge

Wally Kittredge first heard about CCALS through a teacher
at Falmouth Academy who thought that we could be a
useful resource after Wally’s diagnosis with ALS. Since that
time in the Spring of 2011, Wally has had a tremendous

experience utilizing our services.

In addition to the equipment we provide Wally to sustain
a higher quality of life, CCALS also provides an extensive
list of other resources to allow him to build and maintain
networks of emotional support. Wally says that while the
equipment provided by CCALS improved his quality of
life immediately, the connection CCALS gave him to
other individuals who act as a conduit for the emotional
navigation of living with ALS has made the biggest impact
on him and the lives of his family members.

Wally has been working with Julie Yau (www.embodied-
wisdom.com), longtime
CCALS friend, colleague
and developer of our
Cultivating Compassion
Education Series. Julie
specializes in trauma
resolution and has worked
with many of our families
over the years. “Julie

has given me purpose,”
Wally says. He describes
looking forward to their
sessions tremendously,
and that she has given
him and his family a
sense of hope throughout
the progression of ALS.
Julie emphasizes the need

Wally and his son, JT

to integrate
the physical,
emotional,
and spiritual
elements of
her work with
Wally and
other clients.
It is about
“looking into

those deeper

Wally and his wife, Jane

emotions:
love, fear, life
and death, and how we experience ourselves throughout life
with ALS,” she says. Throughout Julie’s experience working
with ALS patients, she knows that as the disease progresses,
it is important for her work to shift from focusing on the
physical elements and sensations to “feeling safe spiritually
and emotionally in facing the future.” In addition to his
work with Julie, Wally also talks about his experience
working with Don Cox, a shiatsu practitioner referred

by CCALS. Don has provided Wally with meaningful
conversation and company in addition to his excellent
shiatsu skills.

More than anything, Wally and his family feel that CCALS
has given them a sense of community and the knowledge
that they are not alone in the struggle of living with ALS.
They know that if an issue arises and they need to talk to
someone, a CCALS staff member will be available to help
work through the problem. Overall, Wally’s experience
exemplifies the universal care that CCALS offers our client
community. Seeing the whole picture, and as Wally puts it,
helping people deal with ALS “psychologically, mentally,
and physically” is the gift that CCALS works to give.




Thoughts From Ron...

September 26, 1989, As I awoke this o
morning, I felt this incredible ache around m
my heart, this undeniable ache, my mom
had died this morning, this very morning
on September 26, 1989. I knew also 4
the passing of my friend Bob Silberling,

. . . . . ,
three days prior, in California weighed vl
heavily. An extraordinary man, a life Al
extraordinarily lived. The continued loss - "

y y Ron Hoffman,
of those we love, those we know, those we Founder &

work with and at times come close to can ~ Executive Director

be difficult. Therein lies the challenge, to participate, to witness,
to honor, to grieve, to let go cleanly, in order to continue on.
Not an easy task, but so very, very important. Wally Kittredge is
a man, consciously walking his way through the labyrinth of his
life, his way. Alan Melkonian, navigated the complexities of his
ALS circumstance in his clear methodical way...his way.

In time, I have found what is important more than all else is
to honor all ways.

Choices and possibilities are core issue in living with any
catastrophic illness. How does one decide what information
he wishes to receive? How does he choose? How do we inform
ourselves? How does she take on such an enormous task? For
some, a burden beyond all imagination. How?

I don’t know!

I have come to hold true for myself the importance of
honoring the ways of all people...his choice...her choice...
your choice, but always to honor their choice.

[ have also learned along the way............. shhh.............
listen. Try and listen, feel the stillness and the quiet within
yourself. Sense what arises. As time passes, maybe go to the
place of the inquiring mind, see what unfolds, share your
thoughts, above all share your feelings authentically, with
yourself, with your loved ones.

And for us in the world of tending, regardless of modality or
practice, be it doctor, nurse, social worker, volunteer, family
or friend, please honor that which is being shared. For what is
too often forgotten is the sacred ground we walk upon, as we
traverse with those living life with a fatal disease. As I satin a
memorial service this morning, I was reminded of all I don't
know. I was reminded once again of leaving all I think I know
at the door upon entering someone’s home. In addition, to be
clean and clear of any misplaced judgments or preconceived
notions of what I or we think should or should not unfold.

We are but visitors.
( ) i o

Bert Allain, Mattapoisett, MA

Lorraine Creamer, Fitchburg, MA
Denice Cunningham, Braintree, MA
Nancy Finkle, Worcester, MA

Doug Gordon, Chepachet, RI

Sheldon Hackney, Vineyard Haven, MA
Karen Hall, Swampscott, MA

Sue Jones, Weston, MA

Nick Katsiroubas, Natick, MA

David Lewis, Ashland, MA

Daniel Light, Sutton, MA

John Lombardo, Norwood, MA
Stephen Malieswski, Wayland, MA
Bill Mehr, Orange, MA

Alan K. Melkonian, Stoncham, MA
Thomas Morris, Kingston, MA
Shirley Otero, Warwick, RI

CCALS Resources: Youth Program

Focus on: Summer 2013 Retreat

On July 17th and 18th, nine young people joined members of the
CCALS team and volunteers on Cape Cod for the first CCALS
Youth Retreat. The retreat was made possible by the Edward
McKenney Youth Fund. This fund was started by Ed’s family to carry
on his lifelong work helping young people after he passed away from
ALS in January of 2013.

The two-day retreat provided the opportunity for youth whose
lives have been impacted by ALS to meet and interact with their
peers who are dealing with similar experiences. The goals of the
retreat were to provide a safe and supportive environment to share
experiences and to build community.

The first day was spent out on the water with Rideaway Kayak,
paddleboarding and kayaking around Popponesset Bay. Afterward,
everyone headed to Sippewissett Campground for food, games,

and smores. The following day, participants traveled to Caribiner’s
Indoor Climbing in New Bedford, MA for more activities, fun, and
bonding.

Mike Abrahams, a Youth Retreat volunteer for CCALS whose father

is living with ALS, described the powerful impact that the experience
had on all of the participants. “It was a tremendous opportunity for
participants to experience commonality amongst their differing ALS
journeys. Whether it was coming to the realization that they aren’t
alone, having questions answered, or simply making new friends with
similar experiences, all participants took something positive away from
the weekend.”

At the end of the two days, everyone went home with the knowledge
that they are
a part of a
community
of people
sharing their
experiences
and willing
to provide
support. We
can't wait to
do it again

next year! o
Youth Program staff and participants paddle

Popponesset Bay

Denice Santucci, Templeton, MA

Ida Triano, Framingham, MA
Sandralee Turner, Lunenburg, MA
John Vlacco, Fairhaven, MA

Daniel M. Wegner, Winchester, MA
Sharyn Wilk, Cranston, RI
Deborah Wood, Hanover, MA

Robert Silberling, West Tisbury, MA & Tarzana, CA



CCALS Resources:

The Little Things Have a Big Impact

Focus on: The Melkonian Family

Alan Melkonian was diagnosed with ALS in July of 2012. He and his family first
became involved with CCALS after being referred to us by their doctor. Alan’s daughter
Laura said that the first time Ron Hoffman visited the family there was an immediate
impact. The initial interactions with CCALS staff helped them to find a way to have
honest conversations about difficult issues which lifted some weight off their shoulders.
Information CCALS was able to provide touched on issues not covered by Alan’s doctors
or various ALS websites. Some of this information included suggestions on home health
care and counsel on end of life care which was invaluable to the Melkonian family.

In addition to access to information and support, Laura said that the provision of
equipment, “which,” she said, “is too big of a word to describe some of the little handy
items that were so simple,” helped to preserve her father’s dignity in going about his

daily routine.
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Alan and Laura celebrating her wedding
in March 2013

In Laura’s opinion, the most important help extended to her family was the emotional

support provided by Ron and his staff. Laura told us that CCALS provided a safe space to ask questions and have a dialogue about

topics that were hard to handle. Compared to the hospital, where Alan went through a long ALS trial with no positive outcome,

and where no psychological counseling was offered, she described CCALS as feeling like “the guardian angel we longed for and

the first glimpse of justice behind such an unjust diagnosis.”

On Friday, June 7, Alan Melkonian’s long battle with ALS ended as he passed away in his home at the age of 58.

Dara’s Mitzvah Project

On August 31, Dara Bruck celebrated her

Bat Mitzvah in Albany, Georgia. She included
CCALS in the festivities by making us her
Mitzvah project. In the Jewish tradition,

it is taught that happiness surrounding a
celebration is deepened when sharing it with
people in need. Dara did just that by raising
funds for CCALS and encouraging her family
and friends to learn more about ALS, our
organization, and to support us as well! We'd
like to thank Dara for her thoughtfulness in
including CCALS in her joyous occasion,

and encourage anyone thinking of new and
creative ways to support us to think of CCALS
during your celebrations, too.
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Dara Bruck with her grandmother,

Devie Louza

Bat Mitzvah table card
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Another Successful
Falmouth Road Race

The end of August marked another successful year
for CCALS at the Falmouth Road Race. This year
we raised over $280,000, which represents a major
portion of our budget. Funds raised through the

road race allow us to continue to support all the

ALS families that request our services. CCALS was
wonderfully represented in the 41st annual New Balance Falmouth Road Race by 125 runners and 30 teams over the sunny seven-mile course.

Pre-race excitement built at the spaghetti dinner held the evening before the race at the Seacrest Beach Hotel as runners and their
families fueled up on carbs and good company. The post-race celebrations for CCALS took place at Highfield Hall, where runners
gathered for their well-deserved recovery.

We are beyond grateful for the runners, supporters, and corporate sponsors who worked to make this event a great success. Your
commitment has made all the difference in allowing us to reach more families living with ALS. We can’t wait to see you all at next
year’s race on August 17, 2014!

Leadership Gift Club

We would like to recognize the members of our Leadership Gift Club that has grown from 61 members in 2009 to 383 members in 2013.
The Club has helped us as we continue to grow and provide services to more people living with ALS, their families and their communities.
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