Helping people better manage their emotional journey is a really important topic. I am going to lay out some efforts we
have done in Maine but I would like all of us to have a group discussion about this topic.
We definitely want to recognize and thank the Maine Cancer Foundation for supporting a portion of our work in this area
with a $10K grant.
This isn’t a speech, it’s a conversation, and I hope to leave enough time for everyone to participate.
Some of the most important ideas and insights are going to come from all of you.
I am going to start with the microphone but I hope we can go open mike and get everyone involved.
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Let me ask that all of you do a brief exercise with me. I will explain everything shortly but please work with me on this. Would you all please stand up. Please close your eyes.
NOW, imagine you are in the room where you normally do your support group meetings. Take a quick look around the room and see all the regulars who normally attend.
NOW notice that the room looks quite different. All the tables have been stacked on top of each other along the walls. All the chairs are near the tables in completely random order. In the center of the room on the floor are 4 ropes. They
have been laid out like two railroad tracks that intersect each other at 90 degrees. One set of two parallel ropes run North to South and another set of two parallel ropes run East to West. When we were all kids we played Tic Tac Toe. We
are just looking at a Tic Tac Toe pattern on the floor that has 3 columns and 3 rows.
NOW I would like everyone to mentally imagine moving to the left side of your meeting room. I want to organize you into three groups.
High: If the clinical stage of your cancer was T2C, T3 or T4, If your Gleason score was 8, 9, or 10; If your PSA level was above 20ng; If your PSA velocity was above 1.0 in 12 months, then you are in the High group. Anyone who is in this
category, please visualize yourself moving towards the front of the room on the left side of the ropes.
Medium: If the clinical stage of your cancer was T2A, T2B, If your Gleason score was 2+4, 4+2, 3+4, or 4+3; If your PSA level was between 11ng and 19ng; If your PSA velocity was between .5 and 1.0 in 12 months, then you are in the Middle
group. Anyone who is in this category, please visualize yourself moving towards the middle of the room on the left side of the ropes.
Low: If the clinical stage of your cancer was T1A, T1B or T1C, If your Gleason score was 3+3; If your PSA level was below 10ng; If your PSA velocity was below .5 in 12 months, then you are in the Low group. Anyone who is in this category,
please visualize yourself moving towards the back of the room on the left side of the ropes.
What we have just done is organize all of you by Disease Severity. The top row is high disease severity, the middle row is medium disease severity, and the bottom row is low disease severity. NOW I would like to organize you by Emotional
Severity.
High: If you have met with a psychotherapist or taken depression medications, If you have virtually no energy, If you have been growing more and more isolated, If nothing seems to matter anymore, then let me suggest you have high
emotional severity. Please visualize yourself moving inside the top left box if your disease severity was high, please move into the middle top box if your disease severity was medium, and please move into the right top box if your disease
severity was low.
Medium: If you had moderate depression, If you had moderate anxiety, If it was rough but you got through it okay, then let me suggest you have medium emotional severity. Please visualize yourself moving inside the middle left box if your
disease severity was high, please move into the middle center box if your disease severity was medium, and please move into the right middle box if your disease severity was low.
Low: If your prostate cancer was more of a bump in the road rather than a fork in the road, If your cancer was more of a transition than a transformation, then let me suggest you have low emotional severity. Please visualize yourself moving
inside the bottom left box if your disease severity was high, please move into the bottom center box if your disease severity was medium, and please move into the bottom right box if your disease severity was low.
You get to say whatever you think your emotional severity level is for whatever reason you want.
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All of you should now be standing in one of the 9 boxes. Let me challenge each of you. Do you know your group well enough to know who is in the box with you?
Okay, please open your eyes, sit down, and write down your disease severity grade and your emotional severity grade.
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Okay, here is what we just did. You can see the Tic Tac Toe grid here.
What you are looking at is the actual results of the Brunswick ME Prostate Cancer Support Group where we had 23
participate. The good news is we had a good spread and someone in every box. The numbers refer to specific
individuals and whether they are male or female.
NOW the process I developed takes 90 minutes and we don’t have that much time. So I am just going to talk you
through what we would have done if I was a visiting speaker at your support group. There are four series of questions
that are asked in a very specific sequence.
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Here are the details. Please note I don’t give you any discretion for reporting disease severity. I give you complete
freedom on self reporting your emotional state. You will see why in a minute.
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The first round of questions simply ask what you think about where you find yourself and how those insights might
benefit what we do with newbies.
The second set of questions ask you to rate yourself against three measures, resiliency, hope and proactive engagement.
We are only talking about you here.
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The third stage attempts to get you to use your own insights for formulating how we might help newbies improve their
resilience, their hope and their self actualization.
The fourth stage is very personal and no one really has time to complete these questions, even if they are given 120
minutes.
These questions were presented to each group of people in each box. I gave them some time to write down their own
answers and then I asked their group to discuss all of their answers. I asked different individuals in each group to share
their group’s findings with the entire audience for each stage of questions.
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So let’s go to some of the stories we heard. We will be discussing people with Disease Severity Medium and Emotional
Severity Medium. We will also talk about people who are facing a recurrence and where the prognosis is not good at all,
Disease Severity High and Emotional Severity High.

7

The people in the top left box are in a really difficult situation. Some are having to come to terms with end of life. All of
the people in this box at the Brunswick meeting were distressed for obvious reasons. The ALS community is instructive.
This is a disease that claims 100% of the people diagnosed with it. They all have high disease severity but they have
learned to say they are living with ALS, not dying from ALS.
The people in the middle box were a great group and they have all had been transformed by the disease. They have
great insights and are clearly making new choices. Discuss specific bullet points.
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Let me tell the stories of two additional members.
I expected that there would be some matchup between disease severity and emotional severity. A medium disease
severity might generate a medium emotional severity. The data actually suggests a lot of scatter and a loose link
between emotional state and disease state.
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The reason why I don’t give you the option to self report disease severity is a woman in the lower left box. Discuss data
from the slide.
Just because the disease severity is very high doesn’t necessarily mean the emotional severity has to be high. Discuss
data from the slide.
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There are some other useful insights from this 3X3 matrix.
Those choosing radiation appear to experience lower emotional severity. Those choosing radiation must rely more
heavily on their doctor’s opinions about their prognosis and they appear to need less definitive data about their
situation. Member 1002M is dealing with advanced prostate cancer.
With the exception of Member 1018M, who is an older gentleman, the surgery group appears to contend with
heightened emotions.

11

One might expect that as the elapsed time from a primary procedure lengthens the level of emotional severity might
decline. Conversely, those closest in time to their primary procedure would presumably experience higher emotional
severity. The limited data suggests that emotional severity is more specific to individuals rather than to time.
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I have to tell you that my work with the emotional journey has totally changed the way I deal with men in Maine.
Previously, I made a big effort to learn each man’s medical journey when I was first hearing about their situation. I asked
them about their Gleason score, their PSA level, their PSA velocity, if they had surgery whether there was lymph node
involvement, seminal vesicle involvement, and positive or negative margins. My intentions and motivation were all
good. I mean, how can I help if I don’t have their specific details?
But all of this was Totally wrong in terms of timing and approach. I was talking to their medical chart more than to the
man. I was treating them more as a patient rather than as an adult. Sir William Osler said, “The good physician treats
the disease; the great physician treats the patient who has the disease.” I have taken that to heart in what I do.
My approach now when first meeting or talking with someone is to ask the simple question, “so it sounds you have been
through a lot, where’s your head on all of this?”
We need to know which of the 9 boxes a guy is in before we can really start to connect in a way that is important and
useful to them. We also still need their medical data, but this should come later.
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The dimensions of the problems we collectively face are huge: (1) 40% to 60% of the men appear to suffer severe
depression at some point, this translates into more than 100K a year; and (2) a 50% over treatment rate also means 100k
a year. You all know your state numbers, take your annual numbers times 50%. We all have a lot of work to do.
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Much of the material I am presenting is preliminary but I am comfortable with these major findings. In trying to draw
useful insights, I looked at many things, read quite extensively, and most studies and articles were useful but not
necessarily compelling. When I started looking for patterns of success and patterns of failure I think we did find
something useful. It turns out there are time tested ways to screw this up and also demonstrated ways to do it better.
Discuss items on the slide. Would recommend Dr. Jerome Groopman’s book, The Anatomy of Hope: How People Prevail
in the Face of Illness.
What emotions we follow is important. An old Cherokee chief is teaching his grandson about life after watching him get
into a fight. “A fight is going on inside me,” he said to the boy. It is a terrible fight and it is between two wolves. One is
evil – he is anger, envy, sorrow, regret, greed, arrogance, self-pity, guilt, resentment, inferiority, lies, false pride,
superiority, and ego.” He continued, “The other is good – he is joy, peace, love, hope, serenity, humility, kindness,
benevolence, empathy, generosity, truth, compassion and faith. The same fight is going on inside you – and inside every
other person, too.” The grandson thought about it for a minute and then asked his grandfather, “which wolf will win?”
The old Cherokee simply replied, “the one you feed.” Patient’s success or failure definitely depend on what emotions
they feed.
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All of what we have done has to be considered a work in process.
Prosecutors make a distinction between what they know and what they are likely to able to prove in court. Much of what I have presented are
insights I think I know to be true, but I really don’t think I could prove much of this in court today. Not yet, at least.
I think the issue of elapsed time is really important but I don’t think I made much progress here. I will also confess their was a heavy bias towards
helping newbies because they are our largest group and presumably the most homogenous in terms of need. But even with this narrower focus I
can’t say much beyond the obvious.
I was surprised at the Brunswick Group meeting by how much the women seemed to subjugate their own stories. Despite my encouragement
for them to report on their own journey, virtually all of the women only reported their husband’s perspective.
Read ACES conditions and provide brief explanation.
Explain Kubler Ross is denial, anger, negotiation, depression and acceptance. Didn’t see any clear progression of this model by anyone.
We visited 9 support groups in ME, met 150+ patients, got 625+ patient hours of assistance, I spent 150-200 hours, collectively we all did well
over 850 hours, and we drove 10K+ miles.
Use last bullet point to introduce the next slide.
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There are some folks at Yale, Dr. Marc Brackett, doing interesting work in schools trying to teach emotional intelligence:
improving self and group awareness, regulating and managing emotions, managing relationships, and increasing
responsible decision making. It has been used to reduce bullying with great results. The children are all taught, along
with their parents, to think about their moods and what is going on in their heads. They talk about whether they are
feeling pleasant or unpleasant and whether they have low or high energy.
When I heard a presentation about this RULER Program a couple of weeks ago, it dawned on me that the problem we all
have is that virtually everyone we are trying to serve is in the blue box. How do we connect with depressed people who
are unhappy and lethargic? OH, and they have very defensible reasons for being depressed, unpleasant and lethargic.
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What I have presented is just one effort at addressing this very important challenge. I would like to now encourage your
questions and to have everyone talk about what you have seen work, what your success stories are. How you are
reaching the difficult to reach. How you are helping train people to better manage their emotions?
My sense is that while the NASPCC meets once a year there isn’t a lot of work between the meetings among the
different state groups. I would like to propose a task force that will work together over the next 12 months to move all
this emotional journey work further along. I would invite any of you who are interested to contact me about how we
might work together. I would definitely like to ask all of you to fill out the questionnaire I use at the support group
meeting.
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Please visit our web site. Mona Ervin setup this up and does a terrific job managing it.
The Maine Coalition to Fight Prostate Cancer is fortunate to have a great Board of Directors and some terrific facilitators.
I have business cards up here for anyone who would like to reach me.
Let’s turn the microphones over to all of you to hear what you have done.
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