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Our discussion today  

• Patients have more information about their healthcare options today 

than ever before 

 

• Modern day treatments are discussed in patient forums months (and 

even years) before they’re even submitted for approval 

 

• Forums can facilitate interaction between drug and device companies, 

providers and patients in a way that benefits everyone 



BCAN: Our Mission 

The Bladder Cancer Advocacy Network’s 
mission is to increase public awareness 
about bladder cancer, advance bladder 
cancer research, and provide educational 
and support services for the bladder cancer 
community. 

As the leading voice for bladder cancer, BCAN is cultivating a community of hope and 
support for people touched by the disease. 



Our Programs 

Support & Awareness Education  Research 

• Bladder Cancer 

• National Bladder Cancer 
Awareness Month 

• BCAN Connection 
Information & Referral Line 

• Survivor 2 Survivor Phone 
Support 

• Inspire Online Community 

• The Walk for 

• Patient Handbook – “Bladder 
Cancer Basics for the Newly 
Diagnosed” 

• Patient Insight Webinars 

• “Conversations” Video Series 

• “The New Normal” Video 
Series 

• Patient Tip Sheets 

• Clinical Trials Dashboard 

 

• Bladder Cancer Think Tank 

• Patient Survey Network 

• Young Investigator Awards 

• Bladder Cancer Research 
Innovation Award 

 



Bladder Cancer:  The Most Common Cancer You’ve Never Heard Of. 

• The 5th most commonly diagnosed cancer 

• 75.000 people diagnosed annually and 16,000 deaths 

• More than 500,000 people living with the disease 

• Three times more common in men  

• Women are often diagnosed later and have a worse prognosis 

• Recurrence rate of 50-80% 

• 30% of patients are diagnosed with muscle-invasive disease and may face urinary 
diversion 

• Average age of diagnosis is 73 

• Major risk factors include smoking and toxin exposure 

• Invasive testing and diagnosis 

 



Reaching Our Audience 

Challenges 
• Older demographic 
• Male demographic 
• Reluctance to discuss “below the belt” disease 
• Lack of public awareness 
• Lack of notable spokesperson 
• Limited resources for media 
• Managing multiple communication channels 
 

Assets 
• Engaged caregivers 
• Active medical professionals 
• Dedicated community volunteers 
• Established website  





Reaching Our Audience 

Facebook 
• Raising Awareness 
• Recognizing Volunteers 
• Sharing legislate actions 
• Nearing 5,000 likes – more than 50% in one year. 
 

Twitter 
• Largely comprised of medical professionals 
• Sharing research news 
• Live feeds from events 
• New focus on increasing followers 
 

YouTube 
• Storing and sharing educational videos  







BCAN Inspire Community 

• Began in 2007 

• Over 13,500 members 

• 160 countries represented 

• 30% of members identify themselves as caregivers 

 

In a one month period  

• 324 new discussions 

• 3,340 replies 

  Top five discussion categories: 

1. Life after radical cystectomy 

2. Newly diagnosed  

3. Treatment choices  

4. Living with non-invasive bladder cancer 

5. Raising awareness  

 

 



Inspire Community – Influence 

Discussion Subjects 
• Mushrooms - another 'bullet' for cancer?  
• I’m afraid to go swimming 
• Newbie - still trying to decide on type of diversion 

 
BCAN Programs 
• The New Normal 1 & 2 Patient Insight Webinar 
• What I Wish I Had Known Before Surgery Webinar 
• “The New Normal:  Living with a Urinary Diversion” 

Survivor Video Series 
 
 



Inspire Community – Influence 

DiscussionSubjects 

• Mushrooms - another 'bullet' for cancer?  

• Is there a correct diet with BC? 

• The Health Benefits of Curcumin 
 

BCAN Patient Insight Webinars 

• Debunking Nutrition Myths 

• The Role of Nutrition in Surgery & Chemotherapy Bladder Cancer Treatment 
 

Follow Up Post – “Last Night’s Webinar – Tumeric” 

Last night's BCAN webinar on Myths about Nutrition for Bladder Cancer Patients was pretty good. 
The topic of daily turmeric/curcumin supplements came up, and was praised as beneficial by all of 
the experts on the panel. Does anyone take turmeric daily to suppress inflammation? I am thinking 
about doing this in pill form, and taking it with milk. Any comments appreciated. 

 



Patient Survey Network 

• Patient-Centered Outcomes Research Institute (PCORI) Engagement Award 

• Initiative led by Angela Smith, MD, MS of UNC Chapel Hill and John Gore, 

MD, MS of the University of Washington 

• Actively engage bladder cancer patients and caregivers in the research 

prioritization process 

• Program will elicit meaningful research questions from patients and 

caregivers 

• These questions will be delivered to funding agencies so that they can 

incorporate this information into their decision to fund specific research 

projects 

• Goal 500 patients and loved ones – 750 currently enrolled 

 

 









Contact Information 

Monica Smith 

Executive Director 

Bladder Cancer Advocacy Network 

msmith@bcan.org 

301-215-9099 ext. 201 

 

mailto:msmith@bcan.org


About Inspire 

A social network, organized by health condition, that connects pharmaceutical companies 
with patients and caregivers in a safe, permission-based manner. 

11,000,000 unique visits/yr 

625,000 members (+12K/mo) 

208 health communities  

100+ advocacy partners  

7 Million posts (+4K/day) 
 
As of June 2015 

 



Inspire -- the largest health community  

Over 1 billion words written by members  

200,000 members affected by cancer  

200,000 members affected by rare disease  

 

 

 

 



The voices of Inspire members  

“I learned more here about what to expect with (my husband’s cancer) diagnosis and 
treatment and how to cope with the myriad changes and challenges in our lives than from 
any other source.” 

 

“I was very fortunate to have found this group before my permanent ileostomy surgery. 
They calmed my sheer terror, taught me almost everything I know, and they were right, 
everything's worked out fine.” 

 

“Even though I've been working biotech/pharmaceutical research for MANY years, I never 
heard about sarcoidosis and never met anyone who I knew had one until the doctor brought 
up this possibility with me.” 

 

 



Insights from Inspire Annual Survey 

Purpose: 
 To bring the perspectives of 
patients and caregivers to life 
on a large scale 



Ask your doctor about… 

These patients/caregivers are largely 
responsible for initiating new treatment 
discussions, and… 

 

 

…will ask about new treatments and fairly 
frequently 

52% 

35% 

5% 

8% 

You A doctor Other No new Tx discussions

29% 

16% 
31% 

13% 

11% 

At every visit Every other visit

A couple times a year Once a year

Never



Making Treatment Decisions 

The e-patient plays a large role in making treatment decisions, regardless of the health 
condition(s) which affect them  

In collaboration: 69%  Patient-driven: 20%  MD-driven: 11%  
 



“Brand” Awareness in Pharma 

Despite regular usage of their various medications, the majority of  respondents had 
limited, if any, knowledge of pharmaceutical company behind production of their treatment 

35% didn't know 
any of the pharma 
companies that 
make the products 
they use 

37% knew some 
of the companies 
that make the 
products they use 

Only 10% knew all 
of the pharma 
companies that 
make the products 
they use 

17% knew most 
of the companies 
that make the 
products they use 

35% 37% 17% 10% 



Relationship with Pharma 

Although a patient-centric model is where US healthcare is going, serious inroads must be 
made to strengthen the relationship between patients and the industry 

12% of respondents felt like they indeed had a relationship with the companies that made 
their medications; at best, it is said to be a ‘limited’ connection  

 



Seeking Medical Information 

Patients turn to a number of online sources to obtain information about their health 
conditions  

1% 

3% 

11% 

12% 

22% 

24% 

27% 

31% 

38% 

42% 

49% 

51% 

76% 

78% 

0% 50% 100%

None

Other

Videos

In-person patient support groups

Support and advocacy groups

Nurses

Other patients

Friends and family

Materials provided by the doctor’s office 

Books or magazines

Online support communities

Medical/scientific articles

Online search engines (e.g., Google, Bing)

Condition-specific websites or blogs

Sources of information used for health conditions 

% of Responses

Condition-specific websites 
or blogs was also reported 
to be the most helpful 
source of information used 
to better understand 
patients’ health conditions 



#IWishMyDoctorKnew  

“I wish doctors understood the devastation of living with side effects to meds. My primary 
doc does, but my cardio and rheumatologist don't.” 

 

“I hope my doctors know how much I appreciate that they allow me to be a true partner in 
decisions about my breast cancer treatment.” 

 

“I plan on living a long time with MBC. I am not giving in to this disease and will be 
whatever trial out there to give me more time.” 

 

 

 



Takeaways 

Many patients wants to contribute to research, but they 
need better pathways to access researchers. 

 

Technology matters a great deal.  

 

Technology doesn’t matter at all.  

 

 


