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why FAPvoice.com? 

Because the FAP community, like several other rare disease communities, have voices that deserve to be 

heard. We believe in collaboration. We believe in delivering comprehensive trustworthy knowledge and 

demystifying the complex world of clinical trials. We even believe in taking things a step further and 

matching patients to those clinical trials. We believe in providing valuable emotional support to 

community members that need it the most and aren’t stopping there. The real world FAP patient and 

caregiver experience is in dire need of recognition and support. Check us out at FAPvoice.com to learn 

more about who we are. 

Follow us @FAPvoice 

by Dan Donovan 

 

FAPvoice is social 

Now you can follow us on Facebook, and Twitter to receive the latest FAPvoice news from updates to 

the platform to rare disease community events. Make sure to check out our boards on Pinterest and our 

collections on Google+ as well. There is so much more coming within the next few weeks including, but 

not limited to, collections and boards on various topics that highlight life with FAP, nutrition, advocacy 

and much more. We aren’t stopping there!  

FAPvoice has also launched an account on Instagram. This is where we will be posting our rareCourage 

contests, in advance, where you can get a head start on winning real prizes! We ship our prizes 

internationally so don’t worry about being excluded based on the country you reside in. Make sure to 

follow us so that you don’t miss out on all the cool happenings taking place within the FAP community!  

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
https://www.fapvoice.com/
https://www.facebook.com/fapvoiceworld
https://twitter.com/FAPvoice
https://www.pinterest.com/fapvoice/
https://plus.google.com/fapvoice
https://www.instagram.com/fapvoice
https://www.fapvoice.com/rarecourage/
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meet Jenny!  

 

 

 

Jenny is the blogger behind Life’s a Polyp, a blog that has become a guiding light for so 

many in the FAP and general rare disease community. In Jenny’s  video, she briefly 

describes her experiences as an FAP patient, the challenges of accepting her FAP  

diagnosis, and the places that she turns to in order to find support, resources and 

guidance. 

 

Jenny is also an FAPvoice Community Leader! The FAPvoice team thanks Jenny for her 

FAP  patient advocacy work and for her continuous efforts to provide guidance to 

those within the FAP community who are still trying to find their way to their new 

normal. 

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
https://youtu.be/iWMKtyyEsIE
https://youtu.be/iWMKtyyEsIE
http://lifesapolyp.blogspot.com/
https://youtu.be/iWMKtyyEsIE
https://www.fapvoice.com/people/jenny-jones/
https://youtu.be/iWMKtyyEsIE


  

 

Originally Published on FAPvoice.com            

 

            

               
 
  
 
                  Page 4 of 17 

say hello to Teddy! 

by Tony Howell 

 

when you hear hoofbeats, think... 

Teddy, our rainbow plush mascot, is named after Dr. Theodore E. Woodward, a professor at the 

University of Maryland School of Medicine, who coined the zebra aphorism, “when you hear hoofbeats, 

think horses, not zebras,” in the late 1940s when teaching a class of medical students. Since horses are 

common in Maryland while zebras are relatively rare, logically one could confidently guess that an 

animal making hoofbeat sounds is probably a horse. By 1960, the aphorism was widely known in 

medical circles and the zebra became symbolically equated with rare diseases and conditions.  

read more about Teddy  

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
https://onevoiceworldblog.com/2016/03/22/teddy-zebra/
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embracing the zebra 

by onevoice world 

 

zebra pride 

Since the zebra has become widely embraced as a representation for ALL rare diseases and conditions, 

we felt that we would contribute to the rare disease community’s zebra pride by designing the 

“Hoofbeats-T” with the above visual representation of the medical zebra aphorism! 

check out the “Hoofbeats-T” by onevoice 

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
http://shop.onevoice.world/Hoofbeats-Apparel_c2.htm
http://shop.onevoice.world/
http://shop.onevoice.world/
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chronically FAPulous 

by onevoice world 

 

defining FAPulous  

Dakota Fisher-Vance, one of our Community Managers and creator of the FAPulousTV YouTube channel, 

coined the word FAPulous. 

FAPulous (adj): 

1. Extraordinarily rare, especially in regards to personality (and genetic makeup).  

2. Being amazingly good at advocating for one’s health and embracing life with a Familial 

Adenomatous Polyposis diagnosis involved. 

talk to other FAPulous people at FAPvoice.com  

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
https://www.fapvoice.com/people/dakota-fisher-vance/
https://www.fapvoice.com/video-visual/fapuloustv/
https://www.fapvoice.com/rarecourage/
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back to school 

by Dakota Fisher-Vance 

 

planning for success 

Heading back to school? Starting the college or grad school search? Have all A’s plus a pesky  F and a P? 

Since Familial Adenomatous Polyposis can start “making its way to the front of the class” during your 

high school and college years, we put together this cheat sheet to help you ace juggling school and a 

rare disease. 

 

Vocabulary 

Disability: What You Have 

The term disability has a bad rap however, while it has a negative prefix, it isn’t a negative trait. Most of 

us associate disability with wheelchairs and seeing eye dogs but, disability isn’t always so apparent. You 

may “look fine” and even feel fine most of the time but still require assistance through medication or 

extra bathroom breaks to help you get through some days. Accepting that you’re a student with a 

disability is the first step to accessing to these supportive resources at the school you’ve just been 

accepted to! 

 

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
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Research Methodology 

Find the Right Fit 

Not every school is right for you. While the law requires most schools to provide appropriate 

accommodations to eligible students, there are a few schools exempt from this rule. Be fore enrolling, 

it’s a good idea to explore the school’s Office of Disability website (see Haverford College’s for example) 

and to give them a call to get a feel for their level of support for students with a disability. After a while, 

all school tours start to blend together so you may appreciate having an extra deciding factor!  

Likewise, before landing on a school, think about how you’re going to pay for it. Make sure you’re clear  

on grant, scholarship and loan repayment policies should you need to take time off or pursue part -time 

studies. On the plus side, there are scholarships reserved just for students wi th chronic illness! Find out 

more about financial considerations here. 

 

U.S. Government  

Know Your Rights 

Section 504 of the Rehabilitation Act of 1973 prevents discrimination on the basis of disability in 

programs benefiting from federal funding (such as education). There’s also the Individuals with 

Disabilities Education Act (IDEA) but Section 504 is usually more applicable to F.A.P.ers since IDEA 

centers around special education, not just accommodations. You can read more about the differences 

between IDEA and Section 504 here.  

Once the school determines you’re protected under Section 504, you (and your parents if you’re in 

secondary school) will work with the school to develop a 504 Plan that outlines accommodations 

available to help you have an education comparable to your peers. Don’t feel guilty about getting special 

accommodations; using them doesn’t mean you’re cheating but rather, leveling the playing field. Here’s 

a sample 504 plan for a student with Crohn’s Disease. 

Keep in mind that Section 504 looks different in college than in secondary school and the same plan 

does not carry over after high school graduation. Learn more about these differences and the types of 

accommodations available here. 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
https://www.haverford.edu/access-and-disability-services
http://www.onlinecolleges.net/for-students/chronic-health-issues/
http://www.ldonline.org/article/6086
http://www.ccfa.org/resources/template-section-504-plan.html?referrer=https://www.google.com/
http://www2.ed.gov/about/offices/list/ocr/docs/hq5269.html
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Language Arts 

Talk with your Teachers 

Schedule a private meeting early on in the semester with your teachers to discuss your approved 

accommodations. Teachers will usually be involved in developing the 504 Plan pre -college but once in 

college, you’re responsible for initiating the conversation. You’re not alone though, your school’s Office 

of Disability can help you talk with your professors. Remember, you’re not obligated to disclose your 

diagnosis (for example, you could say “I sometimes need to use “stop-time testing,” which the Office of 

Disability has approved.”) 

It can be scary to share personal information with teachers you’ve just  met but, it’s better to be upfront 

with them and end up not needing any accommodations than silently struggling through the class. Your 

teachers want you to succeed. That doesn’t mean they’re going to give you an automatic “A” but, that 

they’ll want to work with you so that you can fully show off your mad Organic Chem. or English Lit. skills. 

 

Update your Parents 

It’s not fun to talk about bowel movements with your parents when you’re coming into adulthood (or 

really, any other time) but, they care about you and can help you navigate a health challenge. Keep 

them posted if something feels off while at school. 

 

Homework 

Get your Medical Documentation Ready 

What would a back-to-school guide be without homework? Find out what documentation your school 

requires for a 504 Plan and request it from your medical team. If you’re going to school away from 

home, find a nearby GI doctor ahead of time and organize your medical records so they can be easily 

handed to your new doctor. If you feel comfortable disclosing your diagnosis, prepare a short 

informational sheet about F.A.P. to help your professors, campus health center, and new friends 

understand your needs (with a disease this rare, unless your teachers are all geneticists, sometimes you 

need to be the teacher). 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
https://www.fapvoice.com/rcuratenew/familial-adenomatous-polyposis-17/
https://www.fapvoice.com/rcuratenew/familial-adenomatous-polyposis-17/
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Extra Credit: Find Local Support Groups 

While you may be the only F.A.P.er on campus, chances are there’s a fellow student who can relate to 

your experiences. Ask your guidance counselor or Office of Disability if they can connect you with 

another student or alumni who has a chronic illness. Find out if there’s a local Crohn’s and Colitis 

Foundation chapter to commiserate over colons that flunked out or start your own club for chronically 

awesome students. 

 

School Motto 

Ultimately, have fun, learn a lot, pace yourself, and remember that while it’s important to keep your 

G.P.A. up, maintaining your health is your first priority. 

 

 

Resource Roundup: 

1. Template Section 504 Plan for Children with Inflammatory Bowel Disease  

2. 504 Plans 

3. The Civil Rights of Students with Hidden Disabilities Under Section 504 of the Rehabilitation Act 

of 1973 

4. When Chronic Illness Interrupts the Rhythms of College 

5. Advice for Graduate Students with Chronic Health Conditions 

6. College Students living with a Chronic Condition 

7. How 504 Plans can help children with chronic illnesses 

8. Understanding the Differences Between IDEA and Section 504 

9. Managing the Stress of Chronic Disease at College  

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
http://www.ccfa.org/?referrer=https://www.google.com/
http://www.ccfa.org/?referrer=https://www.google.com/
http://www.ccfa.org/resources/template-section-504-plan.html?referrer=https://www.google.com/
http://chronicaction.org/schools/504-plans/
http://www2.ed.gov/about/offices/list/ocr/docs/hq5269.html
http://www2.ed.gov/about/offices/list/ocr/docs/hq5269.html
http://thechoice.blogs.nytimes.com/2012/02/13/college-chronic-illness/?_r=0
https://conditionallyaccepted.com/2015/03/05/healthcare-pt2/
http://www.onlinecolleges.net/for-students/chronic-health-issues/
https://www.noodle.com/articles/how-504-plans-can-help-children-with-chronic-illnesses
http://www.ldonline.org/article/6086
http://www.webmd.com/balance/managing-chronic-disease-at-college?page=3
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rare athletes 

by Derek Low 

 

Share your experiences as an #FAPathlete 

The NFL season has recently kicked off (go Steelers!) and it had me wondering if we had any athletes in 

our FAP community. In my search, I discovered former Philadelphia Eagle and current motivational 

speaker and broadcaster/analyst, Kevin Reilly. While Reilly does not have FAP, he was diagnosed with a 

desmoid tumor which eventually led to surgery to remove his left arm and shoulder. It has been so 

inspirational reading about how he not only overcame that loss, but has been helping others to 

overcome similar journeys. He can even tie a necktie one handed! We want to hear about the activities 

you, as an FAP patient, partake in.  

share your #FAPathlete Story   

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
https://www.fapvoice.com/groups/rarecourage/
https://www.fapvoice.com/groups/rarecourage/
https://www.fapvoice.com/groups/rarecourage/
https://www.fapvoice.com/rarecourage/
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we asked...you responded 

by FAPvoice rarePoll 

 

FAPvoice Protocol Partners Response (N=84) 

FAPvoice recently reached out to the FAPvoice community to ask that they provide responses to an 8 

question survey regarding the CPP pediatric trial design in the pediatric population. We were pleased to 

receive an enthusiastic and helpful response to the survey because community input is critical to trial 

design and success. The overall results are summarized below. 

1. Time to an FAP-related event (for example, increase in polyp burden, need for polyp removal, 

need for full or partial colectomy, etc.) is an endpoint in this proposed study. The proposed 

treatment (eflornithine + sulindac combination) is being tested to determine if there is a delay in 

the time to an FAP-related event for pediatric patients taking the combination versus usual care. 

Do you think delaying the time to surgery is an important endpoint for children or adolescents 

with FAP? 

Nearly 85% of respondents considered “delaying the time to surgery” an important endpoint, 

confirming that acceptance of a pharmacopreventive option for the treatment of FAP – in this 

case in children – would be welcomed by the community. 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
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2. For children and adolescents with FAP, is delaying surgery desirable, even if it means taking 

medication daily to suppress polyp growth and potential cancer development? 

Respondents felt very strongly that delaying time to surgery for children with FAP was desirable. 

In fact, not a single respondent replied that it was not.  

                          

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
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A number of respondents added additional comments supporting their response to this 

question:  

●  “Save the colon.” 

● “Healthiest option is to keep the colon, medication to extend the time a child has their 

colon would allow them to have a normal life for longer.” 

● “When I was an adolescent, I was diagnosed as a teen with FAP and had my colon 

removed at age 18. Surgery should be a last resort, not a form of prevention.” 

● “Delaying surgery as long as possible is very important, especially in children. 

Medication is a better option than surgery.” 

● “Remaining normal and like everyone else is really important to kids and teens.”  

● “Pills are always better for prevention than being cut and the  chance for desmoids to 

grow.” 

● “The longer one can keep their colon, I feel is better.” 

● “Although surgery is the only known "cure" for FAP it is a huge step for a child.”  

●  “I'd be concerned with any side effects of the medications. The key word here is you  are 

delaying any surgeries. The surgeries are most likely still going to happen so there would 

be a lot to think about. My granddaughter was 8 when she had the surgeries. I wouldn't 

go back and change anything if I could. It was time for her to have surgery, so it was 

done.” 

3. This proposed trial is open to patients ages 12 to 18 years old. Do you think children with FAP 

younger than age 12 should be allowed to participate, with full informed consent from the 

parent or guardian? 

Over half of respondents felt that children younger than age 12 should be allowed to participate 

with parental consent, however, note that 20% did not, and 25% were unsure which could very 

well influence ability to recruit for this trial if younger patients are considered and indeed, may 

extend to patients 13 and older. 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/


  

 

Originally Published on FAPvoice.com            

 

            

               
 
  
 
                  Page 15 of 17 

                                    

4. A free form question was included regarding the most important challenges children and 

adolescents with FAP face. Responses included: 

● “Delayed diagnosis.” 

● “Trying to maintain a normal life for the children so they don’t feel different from the 

other kids because of their disease.” 

● “The uncertainty of what life will be like in the future.” 

● “Coping with being different.” 

● “I don't know other than always needing to go through scopes and the possibility of 

surgery.” 

● “It is traumatizing for them to go through such a drastic surgery” 

● “Cancer, being different in today's world where normal is undefined, adjusting to life 

after surgery.” 

● “The diet they should be on after the surgeries.” 

● “Stress once or twice a year going through the scopes and waiting on biopsy results.”  

● “Trying to adapt to all of the loose and frequent bowel movements after having 

surgery.” 

● “Trying to get friends, family and peers to not treat you differently after the FAP 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
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diagnosis.” 

● “Tests” 

All of these responses point to a real need for education and programs to help children and 

adolescents manage their lives pre- and post-surgery in FAP. 

 
5. What are the most important challenges facing children and adolescents (pediatric patients) 

with FAP? 

Every Quality of Life parameter was selected as important to the respondents, though the 3 

most important parameters were: 

a. Ability to play and exercise without restriction 

b. Ability to do everything other kids can do 

c. Feeling happy most of the time 

These responses would suggest building into the clinical trial endpoints specific questions about 

the child’s ability to do the things that allow them to feel like any other child would be 

important.  

 

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
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Guidelines for Submissions to FAPvoice: 

 

1. Attach your text document in either Word (.doc) or Rich Text Format (.rtf) to an email sent 
to FAPvoice@FAPvoice.com that also tells us how to reach you for more information. 
 

2. For photographs, attach them to an email to FAPvoice@FAPvoice.com; please identify the event or cause 
for the photographs, including any relevant identification (persons involved, date, photographer's name if 
needed) and how to reach you for more information. 

 

3. Text articles, photographs, or any other submissions to FAPvoice are accepted only on condition that 
publication of that material is not under restrictions on its publication. FAPvoice by onevoice reserves all  
and final editorial privileges, including the right to choose not to print a submitted story; submissions may 
be edited at the discretion of the editorial staff.  

© ClearPharma  

https://www.fapvoice.com/rcuratenew/faptalk-newsletter-fall-issue-2016/
mailto:FAPvoice@FAPvoice.com
mailto:FAPvoice@FAPvoice.com
http://clearpharma.com/

