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Communicate What? #CarePlanning
By Danny van Leeuwen | December 9, 2016 
 

I want to share a family story and show how it
connects to something we’ll all face, where
real participatory thinking – and
communication – make all the di�erence.

My wife and I built a house together – the
whole house, everything except drilling the
well. While building, living in it and improving
it over 5-6 years, we had a running argument
about paneling. She hated it and I loved it. It
took us several years to �gure out that she
hated 4×8 sheets of paneling and I loved real
wood paneling.  Turns out that we agreed. We had di�erent images associated with paneling.
Communication is a bitch in the best of circumstances.

No wonder that a person’s health team struggles to communicate at transitions (between team
members, when adding a new team member, between people, o�ces, and settings) – it’s a perfect
tower of Babel. In its simplest form communication is who, what and how.  Who needs to
communicate? What do they need to communicate? How will they communicate?

Let’s focus on the what. What are the goals of the person on the health journey? Who’s going to
do stu� to get there? When? How will these goals and activities be tracked and shared across time
and settings?

“What” = #CarePlanning.

For me, as a person with multiple sclerosis, I know that I want to progress as slowly as possible and
I don’t want to take anything that will interfere with my pathological optimism. These are my goals.

My biggest challenge is keeping my ability to walk 5,500 steps a day and not fall. I take a
medication that helps but interferes with my sleep. I �nd that acupuncture once a month and
massage every other week helps. I exercise to stretch my very tight muscles and keep my core
strong so when I stumble (often) I catch myself (so far always). My physical therapist taught me to
walk with a cane and had me �tted with a foot ankle orthotic for my foot drop.

I’m accountable to myself to meditate every other day, walk every day, play my horn at least 4
hours a week, take the meds prescribed to me every day, etc.
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My primary care doc is accountable to be available to me within 2 business days by portal, make
sure I get preventative stu� I need, monitor my lab work, etc.

When I see my neurologist, he has two questions every time: Have you fallen and are you still
playing your saxophone? Get the idea?

I have goals and a plan. I monitor and communicate it.  I’m the connector for my team of more
than a dozen. This is person-centered #CarePlanning.

 
 

2 Comments

Facebook Twitter Email MorePrint

Related

Person-Centered
#CarePlanning - What data?

From incurable to "We can
now call you cured": Cheryl
Greene's story

An Empowered Patient Faces
Serious Chronic Disease:
How a Strategy of Remaining
“Level-Headed” Worked for
One Woman

January 4, 2017
In "pt/doc co-care" November 11, 2009

In "e-patient stories"
June 20, 2012
In "e-patient stories"

Marjorie Spencer on December 9, 2016 at 11:08 am

You just gave me a much-needed boot in the ass. Patient creates the care plan and
medical team has inputs. No di�erent than treatment plan in acute disease. Yes, I
get the idea.

Now to communicate it.
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Danny van Leeuwen on December 9, 2016 at 12:41 pm

Marjorie, what’s the kick in the ass? What are you working on? We should
talk.
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About our Blog

The e-Patients Blog is the longest running blog devoted to talking about the participatory
medicine movement, since 2009.
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