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The Pancreatic Cancer Survey: Learning Through Experiences  
Fact Sheet 

 
The Pancreatic Cancer Survey: Learning through Experiences is the first national survey of nearly 400 
people living with pancreatic cancer at any stage and caregivers that were currently caring for or had 
cared for a patient within six months of survey participation. The survey results highlight the complexity 
around diagnosis and the significant impact management of this disease has on their lives. The survey 
also demonstrated a need for more awareness around treatment options, such as clinical trials, and 
more information, resources and support for those living with this deadly cancer.1  
 
The Pancreatic Cancer Action Network in partnership with Celgene conducted this survey to raise 
awareness of the needs and experiences of those living with this disease, where unfortunately five-year 
survival rates have remained in the single digits for the last 40 years, and to the caregivers that support 
them.2  
 

Complexity Around Diagnosis 
 Most respondents said they or their loved ones experience symptoms of pancreatic cancer 

1. Patients: 87.5%1 
2. Caregivers: 96.2%1 

 Most common symptoms reported (all respondents):  
1. Acute abdominal pain (45.9%)1  
2. Pain radiating into the back (45.4%)1  
3. Fatigue (43.7%)1 

 Respondents said they often saw more than one doctor for their symptoms before diagnosis1 
1. Average time between appearance of symptoms and diagnosis: 2.4 months1 

 Physician who made diagnosis (all respondents): 
1. Gastroenterologist (36.3%)1 
2. Medical oncologists (11.3%)1 
3. Family physicians/general practitioners (10.3%)1 

 Based on responses from patients and caregivers, diagnosing physicians were more likely to refer 
patients to another physician (57.7%) than to offer treatment options (29.7%) or suggest patients 
get their affairs in order (13.6%)1 

 
Significant Emotional/Physical Impact 

 Emotions experienced by both patients and caregivers at time of diagnosis: 
1. Devastated/heart-broken (31.7%)1 
2. Shocked (29.7%)1 
3. Scared/anxious (23.7%)1  

 Since a diagnosis of pancreatic cancer, survey respondents very often experienced: 
Patients1 

1. Tiredness: 57.6% 
2. Insomnia: 30.4% 
3. Worry: 27.7% 
4. Fear: 24.5% 
5. Anxiety: 23.4% 

Caregivers1 
1. Worry: 80.8% 
2. Sadness: 70% 
3. Fear: 62% 
4. Tiredness: 60.6% 
5. Anxiety: 59.2% 
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 More than half of survey participants stated they/their loved one are being 
treated/have sought treatment for issues related to having pancreatic cancer:1 

1. Pain: 54.9%1 
2. Fatigue: 38.3%1 
3. Weight Loss: 34.8%1 

 Respondents reported symptoms of disease interrupted theirs/or their loved ones normal daily 
activities (work, caring for family): 

1. Patients: 46.4%1  
2. Caregivers: 76.8%1  

 Most important to patients right now: 
1. Quality of life (70.7%)1 
2. Extending life (64.7%)1 
3. Managing symptoms (32.6%)1 

 Most important to caregivers right now: 
1. Quality of life (88.3%)1 
2. Extending life (69.5%)1 
3. Managing symptoms (67.6%)1 

 

Limited Awareness of Pancreatic Cancer Clinical Trials  
 Respondents reported they or their loved ones discussed possible participation in a clinical trial at 

the time when diagnosis was made/before receiving treatment: 
1. Patients: 19%1 
2. Caregivers: 27.7%1 

 Only 4% of all respondents said they or their loved ones discussed possible participation in a clinical 
trial with their doctor when the first treatment did not work, and only another 4% of all respondents 
said clinical trial participation was discussed after the second or later treatments did not work.1 

 Respondents reported they never discussed the possibility of participating in a clinical trial for 
pancreatic cancer: 49.1%1 

 Respondents who participated in a pancreatic cancer clinical trial: 11.6%1  
 

About the Survey 
 25-minute self-administered online survey1  

 The Pancreatic Cancer Action Network conducted the survey in collaboration with Celgene  

 397 respondents aged 18 years or older: 1 
o 184 patients1 

 81 patients diagnosed with metastatic pancreatic cancer1  
o 213 caregivers1  

 111 currently caring for a loved one1  
 102 who cared for a loved who had passed away within the last six months1 

 69% female, 31% male1 

 Average age of participants: patients: 55.1 years, caregivers: 46.8 years1 

 Administered between July 30 and September 18, 20131 

 Data tested for statistical significance at a confidence level of 95%1 

 Results reported on an unweighted basis1 
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