	A National Survey to Identify Down Syndrome Resource Needs

	State: 
	
	Practice Characteristics (Check all that apply)

	1. Years in practice:
	( 1-5

( 6-10
	( 11-15

( 16- 20
	( 21 or more

	2. Discipline:
	( Physician

( Physician assistant
	( Nurse

( Nurse practitioner
	( Genetic counselor

( Other ___________________

	3. Area of Medical Practice:
	( Neonatology

( Pediatrics
	( Family practice

( Genetics
	( Obstetrics 

( Other: ___________________

	4. Practice type:
	( Group

( Solo

( Hospital clinic
	( HMO

( Community health center

( Academic medical center 
	( Military

( Other: ___________________

	5. Patient insurance types :
	( HMO Practice Network

( Fee for service
	( Medicaid

( Sliding scale
	( Other: ___________________

	6. Geographic setting:
	( Rural

( Suburban
	( Urban – inner city

( Urban – not inner city
	( Other: ___________________

	7. Your Spanish fluency:
	( None                 ( Limited
	( Conversant 
	( Fluent 

	8. Patient / family language:
	( Almost all have English fluency

( Almost all speak Spanish only
	( Most (>50%) are Spanish speakers, basic English

( Some (<50%) are Spanish speakers, basic English
	( A language other than Spanish and English is predominantly spoken 

	9. Spanish translation services available: 
	( Staff, native speakers

( Staff, non-native speakers
	( Certified interpreter

( Family members
	( Other: __________________

	10.Number of individuals with Down syndrome served: 
	( None
	______ Estimated total number treated in your medical career

	11.Do you use an electronic medical record (EMR)? 
	( Yes

( No
	If “yes”, what EMR product/ software is used? ____________________________________________________

	Communication, Resources and Learning Preferences (Check all that apply)

	12.What information sources do you rely on to stay current in your practice? 


	Print resources:

( Peer-reviewed journal

( Magazine/newspaper

( Medical textbooks

( Materials mailed to office

( Reminders (e.g. pocket cards)

( Web-base course or lecture 
	Online/electronic resources:

 ( Professional associations 

 ( Listserv discussions

 ( Nat’l. organizations

 ( Download pdf/PDA files

 ( Video, DVD, CD-ROM
	In-person communication:

 ( Lecture, workshop

 ( Teleconference

 ( Family support orgs.

 ( Consult with colleagues or specialists 

	
	( Other: ___________________________________________________________________________

	13.How do your prefer to access information used infrequently?


	( Review own personal files

( Perform an internet search

( Using resources checked in  #12

( Consult with specialists
	( Review checklists/clinical 

    practice guidelines

( CME event or materials

( Contact a nat’l organization
	( Contact a special interest group in your professional association

( EMR guidelines

	
	( Other sources: ____________________________________________________________________

	14.What factors enable you to make resources easiest to incorporate into your practice?
	( Family education materials

( Resources available locally

( Online or anytime access
	( Multiple formats/flexibility

( Reminders (cards, PDA, etc.)

( Built into EMR
	( Comprehensive information arranged by age-group

( Clinical guidelines

	
	( Other: ____________________________________________________________________________

	15.What factors make information and educational resources most reliable? 
	( Prof. association approval

( Federal agency involvement

( National org. endorsement

( Widespread use
	( Parent support group input

( Noted expert author/editor

(  Use by organization (HMO, 

    hospital, clinic, etc.)
	( Colleague recommendation

( Length of time in use

	
	Other: ______________________________________________________________________________

	Staying Informed and Working with Families of Children Affected by Down Syndrome (Check all that apply)

	16. What barriers do you encounter when providing diagnostic, treatment &educational information to families?
	( Limited time available

( Language difference

( Cultural difference

( Poverty
	( Family emotions or denial

( Beliefs about health or medicine

( Influence of relatives or friends 

( Lack of resources for referrals
	( Literacy or education level

( Family not following MD recommendations

( Lack of resources for families

	
	Other: _____________________________________________________________________________

	17. How do you select resources to help parents better understand diagnosis and medical care?
	Criteria for selection: 

( Age-specific guidance

( Simple reading level
	( Multiple languages available

( Recent publication (< 5yrs. ago) 
	( Comprehensive information

( Available parent support contacts

	
	Other: _____________________________________________________________________________

	18. What resources do you share with parents?


	( Books 

( Brochures

( Video /DVD /CD-ROM
	( Contact information to reach 

 other parents 

( Online resources
	( Contacts for parent support organizations

( Referral to specialist

	
	Other: _____________________________________________________________________________

	19. Are parent materials available in languages other than English?
	( All                              ( Most                     ( About half                          ( A few                       ( None

	20. Who in your office is primarily responsible for parent education?
	( Physician
	( Care Coordinator
	( Parent Staff or Volunteer

	
	( NP/ PA / RN
	( Social worker
	

	
	Other: _____________________________________________________________________________

	21. How would you prefer to access new or up-to-date information?
	( Professional journals

( CME courses

( Mailed materials
	( Professional association 

( Internet sources

( Pick-up materials at conferences
	( Nat’l DS organizations

( Not sure where to go

	
	Other:_____________________________________________________________________________

	22. What Down syndrome resources do you rely on to inform you and the families you serve (please list)?
	(  No preferences

(  Organization(s) ____________________________________________________________________

(  Individual(s) _______________________________________________________________________

(  Resources (book, internet site, CD-ROM, etc): ____________________________________________

	
	Other: ______________________________________________________________________________

	23. Who is responsible for maintaining items in #22?
	( Physician

( Nurse (NP/ PA / RN)
	( Care Coordinator

( Social worker
	( Front Office Staff

( Parent Staff or Volunteer

	
	Other: ______________________________________________________________________________

	24. What resources would be most useful to you/ your practice when talking with parents about Down syndrome?
	( None, I have adequate resources

( Parent education materials

( Parent support organization contact information
	( Clinical guidelines

( Funding to provide care coordination

( Online resources
	( Materials translated in multiple languages

(  List of specialists for patient referral

	
	Other:_____________________________________________________________________________

	25. What difficulties do you encounter in accessing educational materials about Down syndrome?
	( None, I have adequate resources

( Lack of time
	( Lack of staff to coordinate

( Not sure where to access

( Too many choices
	( See very few patients with Down syndrome

( So many other higher priorities

	
	Other: ______________________________________________________________________________

	Optional Questions

	Your gender:
	( Male  
	( Female

	Your ethnicity:
	( White

( Hispanic/Latino
	( Asian/ Pacific Is. 

( African American
	( Other: ___________________________

	Would you or your staff be willing to participate in a 5-10 minute phone interview to further discuss your training needs, existing resources or barriers encountered?
	( Yes

( No
	Phone number for scheduling: _______________________

Email address: ___________________________________


Any additional comments or recommendations are welcome at elhsu@chla.usc.edu or (323) 671-3615.  







Mail/ FAX your survey to: USC UCEDD, Childrens Hospital Los Angeles, MS #53, P.O. Box 54700, Los Angeles, CA 90054, FAX (323) 671-3835.

This survey is also available for online submission at http://www.surveymk.com/dsinfo.


