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S T A N F O R D  M E D I C I N E  X  2 0 1 5  
A U T O I M M U N E  A B Y S S  W O R K S H O P  

S U N D A Y ,  S E P T E M B E R  2 7 ,  2 0 1 5  

LEADERS AND ROLES 

Bonnie Feldman – Dr. Bonnie 360 - Team leader 

Katie Cleary - AutoimmuneMom - Guest speaker 

Mary Cain - Primary facilitator (explain and run workshop) 

Ben Alpers, Ellen M Martin, Devika Patel – facilitators/table moderators 

12:30-1:30 Pre-workshop 

 Facilitators set up 3 Problem charts (plus 3 for unaffiliated ideas) 

 Facilitators: Sign-in sheet, corner game, hand-outs, Post-its  

 Participants: choose corners, read handouts 

 Casual chat and introductions within groups 

WORKSHOP SCHEDULE  

1:00 - 1:30 - INTRODUCTIONS 

1:00 Corner game, read handouts, look at charts 

1:30 Bonnie – Welcome, briefly explain objectives and plan, what to do with Post-its  

1:35 Introductions – leaders and participants give personal elevator pitches, including their own 
brief autoimmune stories. [If group is >20 ask: how many are autoimmune patients? How many 
have relatives with autoimmune? Friends? Here for other reasons?] 

1:45 Katie – shares her AutoimmuneMom story 

1:50 Ellen/Mary/Ben/Devika – Explain workshop mechanics, brainstorming rules  
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1:50 DEFINING PROBLEMS 

PROBLEM 1: DIAGNOSIS TAKES TOO LONG WITH TOO MANY HANDOFFS 

Autoimmune diagnoses take years and multiple specialists. Patients’ symptoms are frequently 
dismissed or misdiagnosed. Patients have to demand diagnostic testing; results may not be helpful. 

How might we help autoimmune patients get diagnosed faster, saving them and their physicians 
time, money, frustration, progression and complications? 

SURVEY QUOTES (DESCRIBING THE PROBLEM):  

It took seven years and more than 13 doctors to get them to even TEST for my autoimmunity. 
They diagnosed depression, chronic sinusitis, back problems, possible tumors, lazy, etc. 

I've been told too many times that I was too young to have the symptoms I was having, was 
refused proper care and testing for "old people" diseases. This happened from my 20s on; at 
almost 40 it happens less now but it still does happen. I’m still told my bloodwork (usually very basic) 
is fine so I'm fine. When I ask for more specific testing, they say I don't need it. Very frustrating. 

Doctors treated me for depression or as if it was all in my head. I actually had a doctor take my 
list of concerns, toss it aside and, without hearing anything I said, told me I should give up dairy and 
gluten although I had no GI symptoms. I was also told to read a book about healing my headaches and 
that I probably had post-partum depression. 

Doctors who don't know what to do, so do one of two things: 1) Wait, “Let’s watch for six months and 
see how it goes.” (While the patient grows sicker for lack of treatment) or 2) Repeat the same tests, 
continuing to get out-of-normal-range results, but don’t offer treatment because it's not a 
textbook case (few orphan diseases are). Both options delay diagnosis, treatment, monitoring and 
care, which can be disastrous - sometimes fatal - to the patient. I wish they’d admit they don't know 
what to do, help the patient find someone who does and hand them off to that healthcare provider. 

I insisted they run thyroid antibodies panels on me, and it turned out I had Hashimoto’s, although they 
refused to diagnose me until 6 months after positive results. I had to fight for every single blood test 
I wanted to get run that I had to research for months on my own. 

It took me more than 11 years to be diagnosed; once diagnosed, it took 3 practitioners before I 
received adequate treatment. My teenage daughter also went undiagnosed for 2 years and standard 
practitioners refused to treat her. 

Decades of symptoms being dismissed by multiple doctors, ultimately losing my career and quality of 
life. Only when I had no choice but to educate myself and self-advocate was I taken seriously.  

I want doctors to embrace informed patients instead of acting like we are the enemy.  
I am a specialist of me so I am the best person to help you with my care. 

Took me 5 years and 12 specialists to be diagnosed with celiac and Hashimoto’s.  
I want the next person to be diagnosed on the first doctor. 
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PROBLEM 2: CARE IS FRAGMENTED, UNCOORDINATED AND SILOED  

How can we support better coordination among conventional practitioners for autoimmune 
patients? How might we bridge the complementary/functional and conventional medicine gap? 

SURVEY QUOTES: 

There’s too little interest in how I feel versus what a blood test shows. Unwilling to try different 
treatment when I was unsatisfied with previous standard treatment. Little to no 
understanding of nutrition. 

Each specialty addresses only the symptoms that fall neatly into their purview. Decades of 
primary doctors dismissed my symptoms because the tests they chose to run came back "normal". 
When I was finally bumped up to Rheumatology, despite severe pain, I was told it couldn't be 
autoimmune, based on tests for inflammation and lack of swelling in my joints. Eventually I was 
diagnosed with Celiac Disease, Fibromyalgia and Mast Cell Disease, but I can never get those years of 
decline back and will never know if earlier intervention could have helped. 

If referred to a specialist, I find that follow up from my primary doctor never happens. 

As a multi-autoimmune disorder patient (Graves' Disease, Crohn's Disease and Severe Insulin 
Resistance), I continually struggle with coordination of treatment between my primary, gastro and 
endo. I also feel, most times, that the "right hand doesn't know what the left hand is doing". 

Get providers to communicate with and believe each other. Specialists won’t believe you have Lupus 
until they prove it again themselves. It is a waste of time and money for everyone to keep re-
diagnosing illness before they can help with the symptom that is their specialty. If they can't 
believe each other, what are we patients to do? 

I wish for a database where all of my symptoms, doctor visits, prescriptions, and diagnoses 
could be in one place, for other practitioners to access (with permission, of course). This would 
keep me from having to repeat the entire litany, including the issues I forget (because my memory is 
impaired by disease). They had me sign up for an online "portal" that was supposed to have all the 
information about my visit...except that it didn't.  

Somebody who would oversee the whole thing. Protocols so that everything that has worked for 
other people will be tried, first the most effective one and so on.  

Doctors sharing medical records without being asked to by the patient. An app I could use to access 
all my medical records electronically that also had a note-taking feature for my personal notes 
(something to replace the 9 binders I currently use; one for each doctor!). 

A doctor who understands thyroid treatment and autoimmune diseases, a nutritionist who could 
help plan an autoimmune-friendly diet that would put my disease in remission, and someone to help 
me design an exercise program that would not exacerbate my disease.  

Educate doctors to have a red flag alert if a patient puts autoimmune on an application. That should 
tell doctors they need to coordinate and get the contact info for other practitioners involved.  

Doctors who fail to look at disease progression. Who look at blood work only, treat with a prescription 
and don't consider food, stress, sleep, hormones, environment, toxins, etc. as factors in what's not right. 
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When you have to explain functional medicine to your primary care physician, you are in 
trouble. 

No one mentioned diet. After doing research, I tried AIP Paleo diet. After a year, the severe allergies 
and asthma that I had battled for 35 years disappeared, and my AI symptoms were easier to manage. 
Why was I not told that such a change could allow me to live a medication and symptom-free life? 

Ideal: Integrative medicine & care customized to each individual, rather than continual trial 
prescriptions & being tossed back & forth between different doctors. 

I've had doctors scoff when I suggest that diet can treat autoimmunity saying, "yeah, good luck with 
that.” Then when I go back for follow up blood work and my disease is in remission, from diet alone, 
they're gobsmacked, and still skeptical. Doctors need to be more open minded, and less prone to 
telling patients that it's all in their heads. If they have a patient they can't diagnose, why don’t they 
think "I wonder if it's autoimmune?" 

Wish I could share with my healthcare providers everything that I'm doing for my health- diet, 
exercise, and supplements, without them telling me that I'm wrong or that it doesn't matter. 

 

PROBLEM 3: R&D AND PATIENT CARE ARE NOT LOOKING AT  
COMMON ELEMENTS OF AUTOIMMUNE DISEASE 

Diagnosis and treatment are symptom based. R&D focuses on narrowly defined diseases and 
targets and seeks single Rx treatments. Prevention is not even on the horizon.  

How might we discover similarities and trends across disease clusters that might help us better 
understand underlying factors? How might we build and use an expanded toolkit (digital 
tools/data) to get to precision/personal medicine?  

SURVEY QUOTES: 

Docs need to recognize what autoimmune disorders are and think outside the box in 
diagnosing and treating these cases.  

Autoimmune disease is (diagnosed and) treated based on individual symptoms (e.g., Graves' disease, 
see an Endo, Coeliacs see a gastroenterologist) rather than treated in a holistic systems way. I'm an 
ecologist by trade and this compartmentalised approach to medicine doesn't makes sense to me.  

I always felt as though I was held up against a textbook and never seen as a person. The first 
doctor I saw truly let me down—she would neither listen nor see the bigger picture—each time I 
returned, I felt like a nuisance. I pushed until a thyroid autoantibodies blood test showed my count was 
15x normal range. When the fourth doctor said, "You need to be on medication," I felt like falling to the 
floor in a grateful, sobbing mess.  

Each doctor treats symptoms, they don't treat the whole.  
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When I was diagnosed with Grave's disease, my endocrinologist didn't look for celiac disease, but the 2 
often go hand in hand. Even when my Grave's went into remission, I was still sick, but he said, "I fixed 
the Grave's disease, off you go, I'm done with you". 

No one is looking at the bigger picture. Everyone is focused on single symptoms, a rash, sinus 
concerns, ear problems, lungs, thyroid. Doctors should know more about the effects of diet and 
inflammation on the whole body and be able to coordinate care. 

I would like the medical world to see the similarities between autoimmune 
patients/conditions. I hope for better data sharing among institutions that hold autoimmune patient 
data, so that these trends and insights can become possible. 

Consolidated, accurate information would be great... We're forced to spend endless hours researching 
to find information to help ourselves. 

I read medical Journal articles and do the Docs’ job for them. Google saved my life (by leading 
me to the right doctors). Patients need to be encouraged to be their own advocates.    

Data and digital tools helped me, when for a few months I tracked every single thing I did and ate. 
Even emotional states when applicable. This helped me bridge the gap, finding not only trigger foods, 
but also cross-reactive foods that I wouldn't have recognized. Because of that, I've been able to get my 
fatigue down to where there are weeks that go by without me having to spend the day in bed! 

I'm sure mobile apps & reminders are very helpful to many people, especially to the newly 
diagnosed. There is much more that could be added, like links to resources, information about each of 
the autoimmune arthritis diseases, photos of weird things that happen, like rashes, and tips from 
actual patients on how to cope with everyday living with the diseases. 

The patient must be able to trust the product. We experience "data overload" in many aspects of 
diabetes management. I would like a program that digests the data and identifies 
trends/areas where improvement is needed. My healthcare team and I could then improve our 
diabetes management game plan using a more precise, informed process. 

No consideration is placed upon the individual and their particular needs and responses to treatment. 
It should not be a one size fits all approach. Doctors/Healthcare providers do not take or have the 
time to coordinate care plans. It seems that everyone is doing their best just to put out the fires rather 
than looking for an underlying cause. 

All of my doctors and I are on an online chart. I thank God I have the ability to hear about and from 
others going through the same/similar things. But not enough contact with people that have the exact 
thing as I do. More sites that help specific rare diseases so that when you google the NAME, sites 
and groups pop up.  

2:15-2:20 BIO-BREAK 

Water, restrooms, etc.  
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2:20-3:00 SOLUTIONS BRAINSTORMING (3 GROUPS EACH FOCUS ON ONE PROBLEM) 

5 MINS INDIVIDUAL IDEAS ON POST-ITS  

 Draw a little sketch for each idea.  
 Or write keywords and short phrases. 
 Numbers, even, if you quant.  
 Generate 10 ideas in 5 minutes 
 Stick them in the appropriate places on the problem charts 

10 MINS FOR SMALL GROUP MEMBERS DISCUSS IDEAS 

 Add details about “who, what, where, when, why, how”  
 Make ideas concrete and talk through it 

20 MINS SHARING BETWEEN GROUPS, DISCUSSING NEXT STEPS 

 Pick the best solutions for each problem by vote of the whole room. 
 Generate three actionable steps we can take towards these ideas. 
 Participants suggest outside contacts who might be brought into the loop. 

 

POST WORKSHOP 

 Send workshop output to participants.  
 Publish on Dr. Bonnie 360, Stanford MedicineX, and elsewhere?  


