

Rare Disease Council Front-Line Provider Survey


Start of Block: General Knowledge

Q1 We need your help.  Rare disease patients (<200,000 cases in the US) in Minnesota need your help.  Calling all Minnesota primary care providers (Physicians, PA-C, NPs, and Dentists) to take this 5 minute survey to help us identify barriers to diagnosis/treatment for the rare disease population. This is your chance let us know what works and what doesn't work in the primary care clinical setting. Thank you!


Q2 How would you rate your general knowledge of diagnosis and management of rare diseases?
I am very familiar with the facts of diagnosis and management for rare diseases.  (1) 
I am somewhat familiar with the facts of diagnosis and management for rare diseases. (2) 
I am unfamiliar with the facts of diagnosis and management for rare diseases.  (3) 

Q3 Do you think your knowledge of rare disease diagnosis and management is sufficient to meet the needs of your practice?
My level of knowledge about rare disease diagnosis and management is sufficient to meet the needs of my practice.  (1) 
My level of knowledge about rare disease diagnosis and management is somewhat sufficient to meet the needs of my practice.  (2) 
My level of knowledge about rare disease diagnosis and management is insufficient to meet the needs of my practice.  (3) 

Start of Block: Comfort with Recognizing Rare Diseases

Q4 Rare diseases are heterogeneous and can sometimes be quite challenging to diagnose. We are interested in your comfort in identifying and initiating a diagnostic workup for patients where common etiologies have been ruled out. 


Q5 To your knowledge, how often have you encountered a patient/patients with a rare disease in your medical practice?
No, I have never encountered a patient with a rare disease.  (1) 
Yes, occasionally.  (2) 
Yes, frequently.  (3) 


Q6 When presented with a set of symptoms that you have not previously encountered and that do not follow a typical disease course, what are your next step(s)? Check all that apply. 
Wait and see if the disease course presents more diagnostic indicators.  (1) 
Refer the patient to a specialist.  (2) 
Order additional testing.  (3) 
Use online literature search /search engines.  (4) 
Other(s), please describe briefly.  (5) ____________________________________________
Does not apply.  (6) 

Q7 Genetic diagnosis is increasingly common. How comfortable are you interpreting results from genetic testing?
Not at all comfortable  (1) 
Somewhat comfortable  (2) 1
Comfortable  (3) 
Very comfortable  (4) 
I don't know.  (5) 


Start of Block: Barriers to Next Steps when Presented with a Possible Rare Disease

Q9 We are also interested in barriers you have experienced in identifying and initiating a diagnostic workup for patients.


Q10 How often has the type of insurance your patient carried affected your ability to order diagnostic testing?
Never or very rarely  (1) 
A few times  (2) 
Many times  (3) 
Always or almost always  (4) 
Q11 How often has the type of insurance your patient carried affected your ability to refer them to specialists?
Never or very rarely  (1) 
A few times  (2) 
Many times  (3) 
Always or almost always  (4) 
Q12 How often has the type of insurance your patient carried affected your ability to complete the recommended treatment plan?
Never or very rarely  (1) 
A few times  (2) 
Many times  (3) 
Always or almost always  (4) 


Q13 How often have you referred your patients with rare diseases and difficult diagnostic questions out of Minnesota?
Never or very rarely  (1) 
A few times  (2) 
Many times  (3) 
Always or almost always  (4) 
Q14 How often has distance to a specialty center influenced your decision to refer a patient for care?
Never or very rarely  (1) 
A few times  (2) 
Many times  (3) 
Always or almost always  (4) 


Q15 How often have the productivity expectations of your system impacted your ability to manage care for medically complex patients?
Never or very rarely  (1) 
A few times  (2) 
Many times  (3) 
Always or almost always  (4) 


Start of Block: Coordinating Care and Transitions from Childhood to Adulthood

Q16 Given the complexity of many rare diseases, care can also be very challenging to coordinate. We are interested in your comfort in coordinating care and transitioning from pediatrics to adults for these patients.

Display This Question:
If To your knowledge, how often have you encountered a patient/patients with a rare disease in your... != No, I have never encountered a patient with a rare disease.

Q17 Have you ever had a patient on your caseload with a rare disease that required you to coordinate care across multiple specialties?
Yes  (1) 
No  (2) 

Display This Question:
If To your knowledge, how often have you encountered a patient/patients with a rare disease in your... != No, I have never encountered a patient with a rare disease.

Q18 Have you ever experienced difficulty transitioning a pediatric patient with a rare disease to adult care?
Yes  (1) 
No  (2) 
Does not apply, I have never transitioned a pediatric patient with a rare disease to adult care.  (3) 
Display This Question:
If Have you ever experienced difficulty transitioning a pediatric patient with a rare disease to adu... = Yes

Q19 What was the nature of the difficulty you experienced transitioning a pediatric patient with a rare diseases\ to adult care? Check all that apply. 
No adult specialist with expertise was available.  (1) 
No local practitioner willing to take the patient was available.  (2) 
The patient's insurance presented challenges.  (3) 
Other(s), please describe briefly.  (4) 
________________________________________________


Q20 Have you ever been contacted by a specialist, provider, or family requesting a transfer of care for a patient with a rare disease to your practice that you did not feel you had the ability to care for?
Yes  (1) 
No, I felt comfortable taking the patient.  (2) 
No, I have never been contacted to take a patient with a rare disease.  (3) 

isplay This Question:
If Have you ever been contacted by a specialist, provider, or family requesting a transfer of care f... = Yes

Q21 Why did feel you did not have the ability to care for the patient? Check all that apply. 
The type of insurance the patient carried.  (1) 
The disease was too complex.  (2) 
There were time constraints.  (3) 
Other(s), please describe briefly.  (4) ________________________________________________


Start of Block: Education, Training, and Resources

Q22 We are interested in how well your medical training prepared you for rare disease diagnosis and management and if you feel as though you could benefit from additional resources or training related to rare diseases.

Display This Question:
If To your knowledge, how often have you encountered a patient/patients with a rare disease in your... != No, I have never encountered a patient with a rare disease.

Q23 To what extent was your formal medical training useful in rare disease diagnosis and management?
Not very useful  (1) 
Somewhat useful  (2) 
Very useful  (3) 


Display This Question:
If To your knowledge, how often have you encountered a patient/patients with a rare disease in your... != No, I have never encountered a patient with a rare disease.

Q24 Do you think your clinical infrastructure is sufficient to support the needs of patients with rare diseases?
My clinical infrastructure pertaining to rare diseases is sufficient to meet the needs of my practice.  (1) 
My clinical infrastructure pertaining to rare diseases is somewhat sufficient to meet the needs of my practice.  (2) 
My clinical infrastructure pertaining to rare diseases is insufficient to meet the needs of my practice.  (3) 


Q25 Please describe briefly why your clinical infrastructure is or is not sufficient to support the needs of patients with rare diseases?
________________________________________________________________

Q26 What kind of resources are available to you to support you in disease diagnosis and care? Check all that apply.
Abstract services (i.e. Uptodate)  (1) 
Comprehensive scholastic literature searches  (2) 
Access to a colleagues to consult with on interpretation of test results  (3) 
Genetic counselors available to help you with ordering diagnostic tests and interpreting the results  (4) 
Case managers available to you to help coordinate ongoing care/care coordination support  (5) 
Additional resources you utilize, please describe briefly.  (6) ________________________________________________
I don't know of any resources that are available to me.  (7) 


Q27 Do you think you could benefit from additional rare disease education or training?
Yes.  (1) 
7Maybe, it depends on the area of training.  (2) 
No.  (3) 
I am not sure.  (4) 

Q28 Select the areas where you could benefit from more information on rare diseases. Check all that apply. 
Diagnosis  (1) 
Treatment/disease management  (2) 
Research  (3) 
Patient/family support services  (4) 
Other(s), please describe briefly.  (5) ________________________________________________
None, I do not need more information on rare diseases.  (6) 

Q29 Select the information sources below that you prefer to use. Check all that apply. 
Medical journals  (1) 
Medical associations  (2) 
Continuing education courses  (3) 
Patient associations  (4) 
Online sources for searching the literature (e.g., PubMed)  (5) 
Other(s), please describe briefly.  (6) ________________________________________________
None, I do not use information sources.  (7) 


Start of Block: Demographics

Q30 What type of medical professional are you? 
Dentist  (7) 

Q31 What type of setting do you spend the majority of your time in?
Single specialty private practice  (1) 
Multispeciality group practice  (2) 
Hospital based outpatient clinic  (3) 
Hospital based inpatient clinic  (5) 
Other, please describe.  (4) _
_______________________________________________


Q32 In what zip code is your primary place of practice located? 


Start of Block: Contact List

Q33 The Chloe Barnes Advisory Council on Rare Diseases is working to identify and expand the network of professionals that provide care to the rare disease community. Would you like to be added to a contact registry of physicians who are willing to accept pediatric patients with rare diseases into your practice?
Yes  (1) 
Maybe, I would like more information first.  (2) 
No  (3) 



Q34 The Chloe Barnes Advisory Council on Rare Diseases is working to identify and expand the network of professionals that provide care to the rare disease community. Would you like to be added to a contact registry of physicians who are willing to accept adult patients with rare diseases into your practice?
Yes  (1) 
Maybe, I would like more information first.  (2) 
No  (3) 
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