REFLECTION

What | Wish My Doctor Really Knew:
The Voices of Patients With Obesity
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ABSTRACT

Few health care professionals receive comprehensive training in how to effec-
tively help their patients with obesity. Yet patients are often wanting, needing,
and looking for help when they go to the doctor. We, as a group of patients with
obesity, share our common experiences and needs when going to the doctor
from a place of honesty and hope, with the assumption that clinicians want to
know what their patients really think and feel. Our “wish list” for a treatment plan
may represent an ideal, but our hope is that our language will speak to clinicians
about how they can help their patients manage their obesity.
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bese—what a cruel word. "O-be-si-ty"—the condition of being

grossly fat. A medical diagnosis to describe us. We know it is a

medical term, but it can still feel like a cruel word. It's the stigma,
the sense that it's a character defect.

We are a group of patients with obesity. Among us are men and women
in our early 40s to late 70s, a mix of professionals (including teachers,
nurses, dental assistant, farmers, homemakers). But we are individuals with
one common denominator: we struggle when it comes to weight manage-
ment. It has been a lifelong struggle for many of us. Several of us are can-
cer survivors, and more than a few of us face health complications related
to the “condition.” We are fighters when it comes to our obesity: we win
some battles and lose some battles, but we understand it really is a battle.

We make up a Patient Advisory Board for a primary care randomized
trial called RE-POWER (Rural Engagement in Primary Care for Opti-
mizing Weight Reduction)." At one of our meetings, we spent a half day
sharing our own experiences and desires in getting help with weight loss
from our primary care doctors. We did this in response to a 2017 report
that outlined, for the first time, educational competencies for health care
professionals in the prevention and treatment of obesity.> The report was
the product of a consensus-building process involving representatives
from 24 professional organizations including the American Academy of
Family Physicians. The competencies highlight the importance of patient
interactions, (eg, "use patient-centered communication, discuss obesity
in a non-judgmental manner, employ strategies to minimize bias and
discrimination”). We noticed, however, that patients themselves were not
involved in the process of developing the competencies, and there are
varied patient stories that remain hidden. This matches our experience
in talking about our weight with our doctors (or our experience in not
talking about it)—the discussions are often not as personal, honest, and
resourceful as they might be.

If we had to summarize what we want clinicians to know, the most
important “competency” if you will, it is this: we want you to know how to
look at us, to see each of us as a person. We want you to see us as a person
as opposed to an obese person with a certain BMI and a series of condi-
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tions. We know firsthand what it's like for obesity to be
treated as an individual failing, a character defect, or a
personality flaw. We know all about failure. But we are
asking for your help to climb out of the bodies we're in
so we can do the things we want to do in order to be
ourselves. We need a full-court press from the medical
community to help us succeed, and a treatment plan
that gets monitored and taken seriously like treatment
plans for other conditions.

OUR EXPERIENCE

Our quest for help, whether we even want to talk about
our weight, can begin or end based on our initial expe-
rience that either builds or erodes trust. It can be as
early as our experience with the front desk staff or how
our medical records have been reviewed. We know our
weight is recorded and seen at each visit, and we worry
that if our obesity is judged as a failing, our records
might get a cursory or prejudiced review. We dread
feeling judged or like a failure. So, we look for signs
that we can trust you and your staff, that you will see us
as people, as patients with the same amount of strengths
and weaknesses as patients with “normal” BMI.

Because. ..

[ have a doctor's appointment... which I dread. [ am think-
ing, “Will you notice, or say something?> Do [ want you to?
Do you realize | am desperate for help? Do you even really
care enough to know me? Are you the right person for this>"

What exactly do I dread when | come to see you? Not mak-
ing progress with weight loss, feeling like a failure, being
judged, being exposed to my own desperation, sharing my
personal information with someone | may not trust, wast-
ing my time hoping to get help, thinking it's another day

of fighting a battle | often don't believe | can win. If | have
lost weight, the appointment will go well, but if I've gained
weight, | worry you may be frustrated. At times | lose sleep
because I really don't want to come in and get weighed and
be told one more time "you need to lose weight.” The dread
can start days before the visit. | may avoid annual wellness
visits for months or years until I've lost a few pounds. Or

| may skip a mammogram or other screenings altogether
because | don't want to step on the scale. | don't want to see
the number, and | don't want anyone to write it down. | see
pictures of myself; I already know.

The first thing that happens no matter what my appoint-
ment is for (it could be for a mole on my arm) is they take
my blood pressure and have me step on the scale. It all starts
with the black and white of the number on the scale that
day. [ can ignore and dance around my weight gain all |
want... until | go to the doctor, step on my enemy the scale,
and cringe at the number.

[ understand my weight affects a myriad of medical condi-
tions. My blood glucose, cholesterol, aching knees, lack of

energy, snoring, and depression to name a few. You, as my
physician, are brilliant, the top of your class. Years of educa-
tion, college, medical school, residency—all to tactfully tell
me to eat less and exercise. To tell me | am obese. It really is
the elephant in the room. | hear you say, “You should drop
down to about 2,000 calories, you're clearly eating more
than that, and you need to walk a mile a day.” And I'm think-
ing, "That sounds like a great idea. And | don't know how
I'm ever going to get it done. [ have already tried diet books,
expensive meal plans, supplements, and memberships.” You
tell me to come back in 6 months, and I'm thinking, “what
good is that going to do? I'm going to be in the same posi-
tion if not worse in 6 months.” That's when | feel the dread
already start for the next visit.

A PLAN

If I'm diabetic, you've got a plan for me. If | have cancer, you
have a plan for me, specialists to see and treatment options.
High blood pressure? There are several things we can try.
But obesity? | may get a diet sheet and a few pieces of
advice. And when | come back in a few months without mak-
ing any progress and hear the same thing again, I'm thinking,
"How can you think the same plan again and again will yield
any different results?”

I know you are behind, that you are dealing with patients
with cancer and heart disease, rare diseases, and sinus infec-
tions. | know you need more than my allotted 15 minutes.
But I am here today, and if you don't have time to help me
with a plan, who does?

WHAT | NEED MOST

I need you to not give up on me. Once | had a doctor tell
me “every failure means you're going to be more successful
next time." | never had a doctor tell me that before. I started
losing weight, and sure | failed, but then he picked me up,
dusted me off, and said “Well, we know that didn't work, so
let's go another route and try something else.” That's what [
needed to hear.

I don't expect you to have the answer today, but instead of
“take this diet sheet I'll see you in 6 months,” | need to hear
you say "if you're ready, we have a plan for you; we have a
nutritionist, and we have a support system that ['ve heard is
helpful.” I need you to have a good referral plan, where you
would go yourself or send your family. Also have a good
behavioral health referral that can help me identify my root
cause: anxiety, depression, eating disorders, medical causes.
If you address me as a person and ask me if | want to discuss
my weight, and I'm not ready, understand you are planting
a seed. If you let me know there is help available, | may be
ready next time.

I need you to be invested with me for the long haul. | need
you to know basic truths about what is effective, but then
know how to individualize the diet and exercise guidelines
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based on my medical conditions and root causes. Start with
my successes rather than failures. | know failure.

Respect me, inform me, help me. Follow up on my progress,
encourage me with realistic goals. Expect me to be account-
able and responsible. Even though this is hard, | want it more
than you do. More than you can possibly imagine.

We question ourselves: is our desire for a plan real-
istic, or are we asking for too much?> We are reminded
about the costs of our disease. Our obesity, at some
point, could send any one of us into a major medical
event. It may be a heart attack, a stroke, an exacerba-
tion of our diabetes, or a diagnosis of cancer. It may
result in an emergency that will take an enormous
amount of time, resources, and perhaps our life. We
want an effective treatment plan for our obesity and
are desperately trying to avoid the emergency depart-
ment and restore our health.

We are here today, in your clinic, looking for help.
Needing results, wanting results. Please see us and
help us.
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