*Staying Connected,
Caring and Living;

*What Does it Take to

Have a Life While Caring?

*

*

* What Social Connections, People, Outings made
a Difference? Classes you Took, Support Groups
you Attended, Social Outings like Memory
Café’s, MIM, and Spark Programs.

* What Sustains You in Your Caring?
* When and Where do/did you go When You
Needed Help?

* How do/did You Find Time for You?

*

*

*

*

ACCEPT The Diagnosis is Real and you Cannot do
This Alone.
ADAPT Reach out to the Alzheimer’s Association
for Classes, Social Engagement Opportunities,
and Support Groups to Learn to Adapt.
ADVOCATE Start to ADVOCATE for the Person
Living with Dementia and for Yourself. Get
Involved in ADVOCACY. Tony “became Patti’s
mouthpiece, that came from knowing and loving
someone.”

*

*

Lost in the Woods
As a facilitator of support groups, I’m always looking for different topics and handouts
to better support the care partners who attend. Many times they have the answer if
given time and an opportunity to work together.
Sometimes at the beginning of a group, I almost hate to start because I can hear the
socializing and connecting that’s going on and I don’t want to stop that.
At a recent support group, I started the group by throwing out this scenario and
question:
You were truly lost in the woods. You had been walking around
for a while and you knew you had passed a certain area before.
You had no idea where you were. What would you do?

The first spouse said, “I know I would fall apart. I just couldn’t handle it. Then I would
pick myself up and start to work on it.” The next spouse said, “I would look for the sun
and get my bearings and work on getting out.” Another spouse said, “Moss grows on
the north side of trees. I’d look for moss first and try to work with that.”
Another spouse added, “I was truly lost in the woods. We’d been riding horses. We
weren’t watching the time. It was pitch black--no moon--and we had no idea how to get
back. One of the riders was very familiar with animals and their capabilities and told the
rest of us, ‘Let go of the reins. The horses will know how to get back.’ We let go and the
horses brought us home.”
Another spouse said, “What if we just learned how to adapt and live in the woods?”
The best discussion occurred after all of the comments. When we hear about the
diagnosis of dementia, we sometimes feel “lost in the woods.” We may panic and fall
apart. Then after a time when we realize that isn’t working, we look for the sun or moss,
a guide to help us on our journey. We may have to listen to others who have knowledge,
experience and really, truly “let go of the reins.” It’s so hard to let go of control, but
there are times we need to trust in others who have gone down that path before--like
the folks who let the horses guide them home.

 Over 

Sometime we have to take a whole new perspective and ask ourselves. We’re only lost
because we are trying to get out. Why not look to others, adapt and learn to live in the
woods for a while. I think we learned that there is no one right way to respond. We have
to rely on the help of others who have taken this journey before us. We have to be
willing to trust in their judgement to learn the way out of the woods or learn how to
adapt to the woods so we don’t feel as lost.
As a facilitator, all I did was ask the question and the rest was answered by those on
their caring path. Together we can work to find the answers to the most challenging
questions.

--Lynda Markut, MS, LCSW
Education and Family Support Coordinator
Alzheimer’s Association Southeastern Wisconsin Chapter
10/2018

TONY’S 3 A’S:
ACCEPT, ADAPT and ADVOCATE
ACCEPT: The diagnosis is real and is a debilitating illness.
ADAPT: At the beginning I thought this isn’t so bad. I can learn to live with
this memory loss. You make some departure from life as it used to be but the
illness never gets better. Then I reached out to the Alzheimer’s Association,
different support groups, classes for me, classes for Pattie, creative options
(art, Memories in the Making, exercise, social engagement programs, music,
Memory Café’s and Spark). You meet people in the groups, classes, and now
adult day. She’s comfortable, she likes her surroundings, and she’s in good
hands. She’s adapted. I’ve adapted. And the list of adapting goes on as the
illness progresses.
ADVOCATE: I had to learn to advocate for Patti, for me, and to get involved
in advocacy for both of us. I am Patti’s mouthpiece. That comes with
knowing someone and loving someone. I can read her needs now. I also
know that I have needs and have to care for me and get a break. The people
I have met and that are now in my expanded circle of friends are the most
incredible people. All the folks from the Purple Canoe Club, I never would
have connected with them had it not been for this illness. We are all so
different but we are bonded to each other by the change and challenges of
Dementia and I am grateful for this chosen family. We help each other grow
into this “new normal” we have learned to accept.
--Tony Cutraro, a Dementia Caregiver

