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THE VOLUNTEER’S GUIDE
TO
THE PURPLE SHERPA

Who We Are, What We Stand For,
and What We Do

We are a non-profit, charitable organization. The Purple
Sherpa is dedicated to supporting the caregiver of a loved
one going through Alzheimer's or other illness with
attendant symptoms of dementia. We care for care-partners
(those whose loved one is in the early stage of the disease,
who are primarily offering emotional support and assistance
in making decisions) and caregivers (those whose loved one
is in the later stages of the disease, when they are working
to carry out the decisions that their loved one made or
would have made when he or she was cognitively able to do
s0). (The remainder of this document uses “caregiver” to
include both groups.)

Our primary question is, while helping a loved one live
well, how does a caregiver also live well? The Purple
Sherpa is here to support caregivers with real-world, been-
there, done-that, one-step-at-a-time insight, advice and
solace. The Purple Sherpa wants to help caregivers live--
really live--right now.
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We are a care network of people who've been there and
done that. We’ve cared for our loved ones. Now, we’re
prepared to offer guidance in how to care for your loved
one--as well as for yourself.

We offer support through our website
(ThePurpleSherpa.org), our Facebook page, our Facebook
group (The Purple Sherpa Basecamp), and through monthly
free telephone and video support groups. Later in 2017, we
expect to begin making grants to dementia family care-
partners and caregivers for services such as respite care,
handyman services, errand services, and other simple yet
invaluable forms of assistance that can make a big
difference in the caregiver's life.
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We believe that care-partners and
caregivers need the following to survive
our loved one’s dementia:

» Self-care: not the fluffy, hard-to-get stuff like bubble
baths or weekends away, but like rest, health care,
financial stability, support from others, etc.

* Education, to make the best possible decisions with
and for our loved one.

* Forgiveness for the loved one, for the caregiver her- or
himself, and for others. None of us is perfect. We will
snap, we’ll be too tired or too stressed to respond as
our best selves, and we can’t know everything we need
to know. Forgiveness is a must.

* The ability to see the good that is present in everyday
and the willingness to search for it, even if the good is
just a brief moment in an otherwise difficult day.

* The knowledge that we have kept our promises to our
loved ones and to ourselves, whether our loved one is
able to stay at home for the rest of his or her life or
whether our loved one moves into a memory care unit.
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 Community, to provide information, advice, a safe
place to vent, and proof that we are not alone.

What caregivers say about The Purple Sherpa...

“This page is so inspirational. | care for my 83 year old dad
with Alzheimer's and | don't know any people who are in the
same boat as me. | feel isolated sometimes. This page helps
me to feel not so alone and | get lots of tips that help me in my
own situation. Great work you are doing here! »”

“So glad | found this site. I've found things that | need to watch
for, and don't feel so alone dealing with my 90 year old
mother's dementia. It's a hopeless job and can be extremely
frustrating.”

“So helpful...a resource everyday for me as | try to do my best
on this caregiving journey.”

“This site has been a big help to me. | have been caring for my
mom for almost 2 1/2 years, pretty much solo. It is still very
early in her battle, | know it will get so much worse. | have
gotten a lot of wonderful information and inspiration for others
and this page. Since | joined the Facebook group of [The
Purple Sherpa Basecamp], | have gotten even more
information form others as well as support and love. It is one
thing to "know" there are others in your shoes, but a whole
different thing when you are able to talk with those others.
Thanks for all you do and share.”

“This site is so incredibly important and useful! Not only is it a
safe place to vent but a great place to get useful tips and
tricks. | especially love the speed of responses...it's like having
your friend right there in the room with you!”
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We care-partners and caregivers
can survive each day and,
ultimately, our loved one’s

dementia, only if we stay firmly
rooted in the here and now and we
look for and relish the moments of
lightness.

Community + Information + Action

= Meaningful Change for Caregivers
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The Purple Sherpa’s core non-

negotiable values are:

* FREEDOM: Be in choice, be in action

* JOY/Faith/Deeply held belief in something bigger than the self

* KINDNESS/Inclusive/Honoring/Action

* CONNECTION/Inclusive/Honoring/Feeling

 SUBSTANTIVE/Grounded ideas/For System Level Change

* EMPATHY/standing with someone else in their experience
without judgment

* INTELLECT/Thoughtful Analysis/Integration of facts

* INTEGRITY/Justice tempered by Mercy/Creating a better
world, and also

* INTEGRITY/Honoring your word/Being in alignment with
thought, word and deed

* HUMOR/holding things with lightness/seeing the highs and
lows of life and finding reasons to laugh

* VISION/Knowing there’s a better way/seeing what’s possible

* KNOWLEDGABLE/Tools to help you/lI’ll share them

* APPROACHABLE/My Story is Your Story, is OUR Story/I’'m
here for you

e CALM/grounded amidst the chaos

* VITALITY/energy/ vibrantly alive

 GRACE/Spiritual Generosity/Bigger than Self

* SERVICE/Seeking to meet an identified need of others

* GRATITUDE/recognition and appreciation in all things

* LOYALTY/acting in appreciation of relationship

* FRIENDSHIP/in core alignment/ value connection

* LOVE/friendship that has caught fire/slow burn

* OPTIMISM/ lightness/no matter what/ Belief

* TRADITION/history/expressing values and identity
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How is The Purple Sherpa

different from other organizations?

1. We are focused on the caregiver, not the cure. We hope and
pray for a cure and for effective treatment for dementia, but
until that exists, we remain relentlessly focused on living well
despite the disease.

2. We consistently ask, how can you survive this journey? We
take a stand for the caregiver and refuse to allow for the
possibility that dementia will take our loved ones and us as
well. It pains us to say it, but we must openly acknowledge that
our loved ones will not survive dementia... And we must
survive.

3. We bring disparate information from a wide variety of sources
together in a focused, clear, organized and actionable fashion.
We know that neither dementia care nor self-care is one-size-
fits-all, so we work to present lots of ideas and options that will
help each caregiver to find what works best for his or her
unique situation.

4. We offer information-based solutions and plan to offer grants
to make caregiver survival possible.

5. The Purple Sherpa is an organization created and operated by
caregivers, for caregivers.
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1. You have the right to a clear description of what we’re
asking you to do and why. If you have questions, ask us. If
you have ideas, let’s talk about them. You’re on our team
because you bring something to the table, so share the benefit
of your thinking.

Your rights as a volunteer:

2. You have the right to feel valued. You’ve made a
commitment to us, and we are grateful. Your efforts allow us to
reach more caregivers and to serve them better.

3. You have the right to a role that fits you. If you’ve taken on a
task and discover it isn’t a good fit, don’t suffer in silence. Let
us know so we can find something that’s a better fit.

4. You have the right to feel safe. You may feel uncomfortable
with some of your volunteer work as you stretch your
boundaries, but you should never feel unsafe. If you do, please
contact the volunteer coordinator immediately.

5. You have the right to stop volunteering. We hope that you'll
be a volunteer with The Purple Sherpa for a long, long time. If
your life circumstance changes, or if after talking it through we
haven’t been able to find a role that’s a good fit for you, you
have the right to seek out other volunteer opportunities. If that
happens, let’s part as friends and agree never to bad-mouth
one another.
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Your responsibilities as a volunteer:

1. You have the responsibility to do what you say you wiill,
when you say you will, the way you say you will, and if you
can’t, to let the volunteer coordinator know as soon as
possible. We’re grateful for you! Your work is vital to our
work, and we’re counting on you, so please let us know if
caregiving or other responsibilities are going to pull you away.

2. You have the responsibility to act in accord with The
Purple Sherpa’s approach. If you have questions about The
Purple Sherpa’s perspective on something, please ask. If
you’re uncomfortable with our view, let’s discuss it. We must
operate with a consistent voice and approach so that the
people we serve know what to expect from us.

3. You have a responsibility to observe our organizational
core non-negotiable values. These values inform everything
we do and every decision we make.

4. You have the responsibility to communicate with us. If you
aren’t satisfied with your volunteer role, if you’re ready for
something new, or if you need additional training or support, let
us know. The more you can tell us about what your want and
need, the better we will be able to work together.

5. You have the responsibility to care for yourself. Caregiving
is hard work, and caring for caregivers is tough as well. If
you’re feeling burned out, get support, talk with the volunteer
coordinator, or take a break. We need you to be healthy.
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Contact information

Volunteer coordinator and Founding Sherpa:

Julie A. Fleming
404/281-3530 (cell)
julie@ThePurpleSherpa.org
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