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“Don’t ask what the world needs.

Ask what makes you come alive, and go do it.

Because what the world needs is people who have come alive.”
Howard Thurman

The recent Seattle Times’
articles on Adult Family Homes
wete deeply disturbing. I am in
full support of better oversight
of adult family homes and bet-
ter protections for the residents
who live there.

But I was saddened by their
one-sided, incomplete portrayal
of AFHs. They stated, "Adult-
family homes are a growing,
lightly-regulated housing op-
tion ...” In fact, there are exten-
sive regulations governing the
operations of adult family
homes (WAC 388-76 and RCW
70.128). WAC 388-76-112 alone
is dedicated to the training
required to run a home, includ-
ing seven separate classes.

We need to be honest about
what is already in place, ac-
knowledge that there are many
AFHs who provide excellent
care and support, and identify
the REAL gaps in the sys-
tem. The public deserves the
whole story. If you have any
questions at all, please call me!

The house was remodeled, the application
was submitted, the inspection was con-
ducted, the license was approved, and the
contract was signed. Now the real fun

begins!

Tina, the first resident of our newest home
in Bothell, moved in on Sunday, March 22.
She was followed by Becky, Piret, Brooke,
and Callie. They are going to be great
housemates! These young women and
their families have gotten to know each
other over the past few months, meeting
once a week for paperwork (the parents)
and activities (the women).

They started room decoration immedi-
ately—each with their own color scheme,
family photos and treasured possessions.
They chose their favorite places to sit in
their own living room (Becky loves the
bean bag chair). They put their own pet-

sonal touches on the bathrooms (thick pink
rugs for Brooke).

There has already been laughter, tears, par-
ties, and fun. I'm told bunny ears were in-
volved on Easter. This house is now offi-
cially a HOME and we are delighted to wel-
come these five wonderful young women
and their families to Community Homes
sixth housel

Community Homes has teamed up with Causemunity.org to raise money for our organiza-

tion. Causemunity.org, created by a former Microsoft employee, is a website for on-line pur-
chases. Every time you buy something from a vendor through the Community Homes link
below, they will donate a percentage of your purchase to us! No additional spending for you -
just additional funding for us! Click on the link below to see the participating on-line ven-
dors. Please also share this link with your friends and family. Each on-line purchase that goes
through this link will result in donations to us! Thank you for your support!

http://community-homes.causemunity.org
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No single topic is more worrisome for siblings than
the future well-being of their brothers and sisters who
have disabilities. Their concerns are obvious for any-
one who cares to listen: Their brothers and sisters

with disabilities are now routinely outliving their par-
ents, many of their parents are reluctant to plan for
the future, and waitlists for Home and Community-
Based Services are as commonplace as they are ob-
scene.

In May of 2009, I invited adult siblings — ages 50 and
older — to be a part of an informal online survey

about the concerns they have about their siblings who

are also aging and the roles they play. The results, I
am sorry to report, are not optimistic. However, 1
hope they will serve as a wake-up call for parents,
policymakers, and service providers who are con-
cerned about older Americans with disabilities and
their families. Below are excerpts from the survey:

Q: My guess is that you have given some thought

to the days to come for you and your sibling who
has a disability. When you look into the crystal
ball and imagine the not-too-distant future, what
do you see?

®  About five years ago, Beverly was showing
changes in her behavior, mood and memory. I
had her evaluated for Alzheimer’s disease. I was
shocked and saddened when we received the
diagnosis. I was not aware that people with
Down syndrome are more likely to get early-
onset Alzheimer’s than not. It was something
that I was not prepared for. From that point on
we were on a new road in Bev’s life journey.
Knowing that Bev has Alzheimer’s and seeing
the changes that have occurred already, I know
that the road ahead is going to be very rough.

®  Fear. I am also aging and am tired of watching
for red flags in his life. My three children have
offered to help, but we all know that is not real-
istic. They all work and have their own families.
I do not want to leave to them what was left to
me.

®  [fI stay healthy, Tom will always have a home if

he should decline in his ability to take care of
himself. If not, others will have to step up. Who
that will be, I do not know.

® [ sce me leading my own life without the restric-
tions of Mary’s care. But doing so means that

Mary might live in a facility where her care needs

may not be met, and her life wouldn’t be as full
as it is now. It’s sad to think of her not being
active and getting the attention she does now.

Q:
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I see us going from crisis to crisis and possibly
having to move all three of our brothers again.

I think that she will be living out a longer life
than people with Down syndrome used to have,
and for that I am very glad indeed!

I’m hoping to find a stable, safe, and stimulating
place for him to live with others who have simi-
lar interests so we both can get on with “living
our best lives.”

Are there issues re

future that you find yourself thinking about as
you cut the lawn or drive to work?

I think about the fairness to my husband after all
these years of raising children to still have an
adult/child living with us — and my own chil-
dren. They’re starting their adult lives with the
possibility of having their aunt to take care of.

I worry that I am going to die and there will be
no one to look after him, and that the responsi-
bility will fall on my husband or children, who
don’t deserve the added responsibility (but then
again, neither do II).

What worries me most is if something happens
to my sister and I would have to take over the
care for our three brothers. I just don’t know
how I could take care of all of them by myself. I
don’t know that my marriage would survive that.
Hell, I don’t know if I would survive that.

I wonder why so many people seem to think
that Tom is so wonderfully independent that
they never need to do anything, offer help, take
him to a ball game, or even ask. Where is every-
body? |

Other family members (nieces, etc.) disapprove
of my sister’s and my decision to place Patty in a
group home. I worry that Patty will outlive us as
longevity runs in the family and she is seven
years younger than I am.

I have been overwhelmed this past year and am
seeing a social worker to help me deal with let-
ting go of being the perfect sister. I do not want
to be the first-responder any more.

I would like to leave the area for the opposite
coast but I am concerned about her not having
an advocate. I am also concerned about the grief
— hers and mine — that would ensue and her
inability to deal with my absence.

Yes, I fear his being alive when I am gone, need-
ing all kinds of care, and his resisting because
that is what he does when he is scared or in
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pain.

® ] am constantly thinking of Bev and her future. My first concern is
making sure she is happy and that all of her needs are being met.
But at the same time I know that I have long-range planning to do,
which involves possible long-term health care and eventually her
death. This is so hard for me to fathom and difficult to do without
much family input.

® [ worry that he’s not getting enough stimulating and interesting
things to do outside of his part-time job. I worry that he’s bothering
the neighbors too much. I’'m concerned that he might be depressed,
although he insists he’s a “happy person” by nature.

® ] wish we could count on our needs being met by appropriate fund-
ing and how nice it would be if services were there when you need
them, not so difficult to find and easy to take advantage of. It’s sad
to have to worry about money when it comes to her care.

Q: Are there “"hopeful signs”

ture?

®  The most hopeful sign I have is my sister’s behavior: As years go by
living with me, she’s more comfortable and more secure. She shows
that with more smiles and attempting to use her voice more often. I
hope that her life is happier as she ages and forgets the hard times
in her past when she was in a bad group home.

®  He loves people and seems to adapt to new activities quite well.
When things change in the future, as life goes on, I think he’ll man-
age to adapt and latch on to whatever is new for him.

®  “Hopeful signs” are his financial cushion that was afforded by my
mother’s thoughtful planning that allowed his trust to be funded at
the time of her death.

®  The hopeful sign is that my other sibs and I work well as a team in
a time of crisis or need.

® My sister is in a terrific group home right now. She can get around
by herself on public transportation, she has wonderful, caring
friends and housemates, and the staff is great with her. I can’t imag-
ine a better living situation, and it gives me hope that, if we need to
find another place for her down the line, there are other good
places out there.

®  Tom has been a trailblazer his whole life: He was among the first
with Down syndrome to receive eatly intervention, go to a public
school, be employed in the community and live independently. Will
we be first with Alzheimer’s, too, teaching the community about
the needs of those who are aging?? It makes me tired to think about
1t.

Q: What should service providers know about your thoughts re-

garding life with an aging sibling who has a disability?

® My relationship with Tom is birth to death. He tells me everything.
He never lies. And I am never, ever going to rest until you are do-
ing your job properly and he is safe, healthy, and not lonely.

® ] would like them to know that most siblings will have to take over
the parent’s job — but they won’t have the authority of a parent in
the disabled sibling’s eyes as well as the eyes of many providers.
This is both frustrating and scary. (credits on p.4)

In the last Community Homes
newsletter, I read Lyle Grad-
donds heartwar min
on Mariabs experi
Community Homes and how it
adds to her good life. Another
organization in this area that is
commi tted to a fg
people with disabilities is Life-
SPAN (Lifetime Secure Personal
Assistance Network). Life-
SPANOGs mission is
families with a relative with
disabilities to create a safe,
secure, quality future for that
relative.

a 4 anyaofaundindy Boardkmemb o

ber of LifeSPAN which came to
this area in 2000 as an affiliate
of PLAN of Canada. When I
was first introduced to PLAN in
the mid-90s, I was fascinated
by their concept that relation-
ships are key to a good life for
all of us, and that the quality
and quantity of our relation-
ships is directly related to how
safe and secure we are. Life-
SPAN answers the question,
What will happen to my son or
daughter when I am no longer
here? As well as the other side
of that, What will happen to me
when my parents are no longer
here? We help families plan for
this in several ways.

We provide workshops that
help families create a vision for
a good life, then take steps to
put that vision in place. One of
these workshops is called
fiSeven Steps
sionso, an
series that takes family mem-
bers through a plan, with the
opportunity to share ideas with
other families. We also present
Wills & Estates, which ad-
dresses the finuts
wills, trusts and guardianship.
We offer an individualized Fu-
ture Planning Consultation for
families, to focus on where

they are and where they need
to go. And for families who
choose to join us as Lifetime
Members, we establish a per-
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sonal network of support,
which meets on a regular basis
and ds dexh e anRadlitator who
knkscthe network members,
focus person, family and Life-
SPAN as a safety net. Although
we recognize that network
memberk and ¢agilitdtors will
change, this network is de-
signed to be in place for the
lifetime of your relative.

to support
As parents we all need to learn
how to let go. . . LifeSPAN likes
to call that d@Ahol
entlyaol! As we fi
ten years we find that we have
mdny woaderful skorieb df ton-g
nections, relationships that
have blossomed, present day
circumstances that have
changed for the better because
families planned for the future!
The networks are at the core of
what we do, but we like to fos-
ter connections in other ways
as well. We have an extensive
LifeSPAN community, which
meets during the year for
events like a holiday cookie
bake and a summer barbecue.
We also partner with other
community organizations that
share our value that the best
and richest communities are
those where the contributions
of all citizens are recognized
and encouraged.

Please take a look at our web-
site:
www.lifespan-wa.org,
or feel free to contact me at
sue@lifespan-wa.org. I look
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and boltso of

. Page 3

ding
ni sh
s f


mailto:sue@lifespan-wa.org

PO

Commux‘l.ity Ho;nes, Inc.
e

“1’m Al ways Thinking About R&e#nved with permission from Impact: Feature Issue on Aging
Don Meyer is the Director of the Sibling Support Project, CiTY. His most and People with Intellectual and Developmental Disabilities 23
recent book is Thicker Than Water: Essays By Adult Siblings of (1). Minneapolis: Institute on Community Integration, Univer-

People with Disabilities (Woodbine, 2009). He may be reached at sity of Minnesota. The entire issue is available online at http://
206/297-6368 or donmeyer@siblingsupport.org. To read more of the sib- ici.umn.edu/products/impact/231"

ling survey responses, and find other information about siblings visit http://

www.siblingsupport.org/ .
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