Low Vision

Patient Baseline Form

FORM #1 Version 3/21/02

SECTION A.

	
	
	

	A1.
	Participant ID:
	___ ___ -- ___ ___ ___ 

	
	
	

	A2. 
	Form Completion Date: 
	___ ___ / ___ ___ / ___ ___ ___ ___

	
	
	

	A3.
	Interviewer’s ID#
	___  ___ ___

	
	
	


Before we begin, let me remind you that all information is strictly confidential and that your name will not be used in any reports.  

SECTION B.

I’ll ask you a few questions now to make sure that you are eligible.
	
	
	YES
	NO
	

	B1.
	Do you have low vision in both eyes?

	1
	2
	

	
	

	B2.
	Do you speak and understand English?

	1
	2
	

	

	B3.
	Do you have access to a VCR?

	1
	2
	

	
	
	

	B4.
	Do you have any hearing problems that would prevent you from hearing a video?

	1
	2
	


	B5.
	IS THE PATIENT ELIGIBLE FOR THE STUDY?
	
	

	
	
	YES




	1
	

	
	
	NO







	2
	(END)


IF PATIENT ANSWERS IN ANY OF THE SHADED FOR B1, B2, B3, OR B4, THEY ARE NOT ELIGIBLE. END THE SURVEY AND READ THE FOLLOWING SCRIPT: "I'm sorry, you are not eligible for the study.  Thank you for taking the time to talk to me, I appreciate your help.  Would you like us to mail some free information about low vision mailed to you when we complete the study?" 

IF INELIGIBLE PATIENT WOULD LIKE THE MAILING, PLEASE MARK THE APPROPIATE MAILING BOX ON THE CALL RECORD.

	Before we begin the survey, I want to inform you about the study and your rights as a research participant.  The purpose of this research study is to evaluate a video about low vision.  This study is supported by the National Eye Institute of the National Institutes of Health, and conducted by New England Research Institutes Inc. (NERI).  You were asked to participate in this study because you indicated that you have low vision in both eyes, have access to a telephone and a VCR, and speak and understand English.  

There will be three surveys in this study – one now, and then 2 later ones (one in 2 weeks, and then one in about 4 months).  You may also be asked to watch a free video that we will mail to you.  All of the interviews will take about 15 minutes and can be scheduled at your convenience.  The surveys ask questions about your vision and about how you are adapting to your vision impairment.  


After the interview today you will be randomly assigned (like the flip of a coin) to one of two groups.  If randomly assigned to Group 1 we will send you the video right away and ask you to watch it before your next interview.  If you are assigned to Group 2 we will send the video after the final interview.  There are no known risks involved in participating in this study. The benefits of participation include a free copy of the video “Hope in Sight: Living with Macular Degeneration”, information about adapting to low vision, and a check for $50 as a token of our appreciation for your participation.  We will mail you the check after you have completed all 3 interviews. 

            All information is strictly confidential and no identifying information about any individual will ever be reported.  Your participation is strictly voluntary and you have the right to refuse to continue participation at any time.  You can refuse to answer any question during the telephone interview but still participate in the rest of the study.  Whether you participate or not will in no way affect the medical care or services offered to you.  If you have questions about the study, contact the Principal Investigator, Dr. Beth Dugan, toll-free at (800) 775-6374 ext 210.  To find out more about your rights as a research participant call Sarah Carolan, Administrator of the New England Research Institutes Institutional Review Board, at (800) 775-6374 ext 249.   


	B6.
	Do you have any questions about the study?
	

	
	
	YES




	1

	
	
	NO







	2


	B7.
	Are you willing to participate?
	
	

	
	
	YES




	1
	

	
	
	NO







	2
	(END)





SECTION C.  

	Congratulations! You are eligible for the study.  First, I would like to ask you some questions about yourself.    


ASK C1. (GENDER) ONLY IF NOT KNOWN OR UNABLE TO DETERMINE. OTHERWISE, CODE C1.

	C1.
	What is your gender?
	

	
	
	MALE




	1

	
	
	FEMALE







	2


C2.  
What is your date of birth? ___ ___ / ___ ___ / ___ ___ ___ ___ 

	C3.
	How many people live in your household including yourself?
	___ ___


	C4.
	 What is your marital status?   Are you…
	

	
	

	Married




	1

	
	
	Living as married







	2

	
	
	Separated

	3

	
	
	Divorced

	4

	
	
	Widowed, or

	5

	
	
	Single, never married

	6

	
	
	
	


	C5.
	 Are you of Hispanic origin?
	

	
	

	YES




	1

	
	
	NO







	2


	C6.
	What category best describes your racial background?  Would you say…
	

	
	

	White




	1

	
	
	Black or African American







	2

	
	
	Native American, American Indian, or Alaskan Native

	3

	
	
	Asian or Pacific Islander

	4

	
	
	OTHER

	99

	
	
	
	SPECIFY:
	
	



	C7.
	 What is the highest level of education that you completed?
	

	
	

	Did not go to school




	0

	
	
	Less than high school diploma







	1

	
	
	High school diploma

	2

	
	
	GED

	3

	
	
	Vocational training

Some college after HS grad

	4

	
	
	Associate degree

	5

	
	
	College grad/ BA – BS

	6

	
	
	Some professional school after college grad

	7

	
	
	Master’s degree

	8

	
	
	Doctoral degree (PhD., MD, DVM, DDS, JD, etc)

	9

	
	
	OTHER

	99

	
	
	
	SPECIFY:
	
	




	C8.
	What is your current employment status? 
	

	
	

	Employed




	1

	
	
	Not employed







	2

	
	
	Homemaker

	3

	
	
	Retired

	4

	
	
	Disabled, or

	5

	
	
	Doing something else

	6

	
	
	
	SPECIFY:
	
	


	C9.
	In general, would you say your health is…
	

	
	

	Excellent




	1

	
	
	Very good







	2

	
	
	Good

	3

	
	
	Fair

	4

	
	
	Poor

	5


	C10.
	How long have you been diagnosed with vision impairment?
	____  ____ Years  ____  ____ Months


SECTION D.

	
The next set of questions has to do with the shape and structure of the eye, and macular degeneration.  I’ll read a sentence and then please tell me if you think it is true or false or don’t know the answer.  


	
	
	True
	False
	Don’t Know

	D1.
	Macular degeneration is the leading cause of visual loss in the elderly.
	1
	2
	-8

	D2.
	Loss of vision in wet macular degeneration is due to leaking of blood from vessels found under the retina.
	1
	2
	-8

	D3.
	Macular degeneration is a disease of central retina.
	1
	2
	-8

	D4.
	Macular Degeneration makes it difficult to walk.
	1
	2
	-8

	D5.
	The retina is in the back of the eye and is not seen without special equipment.
	1
	2
	-8

	D6.
	The macula is in the center of the retina and is responsible for details, color, and daylight vision.
	1
	2
	-8

	D7.
	The fovea is part of the macula that is always affected by macular degeneration.
	1
	2
	-8

	D8.
	The area of the eye affected by macular degeneration is about the size of a pinhead.
	1
	2
	-8

	D9.
	The retina is difficult to repair because of its delicate structure and the tiny size of the lesion.
	1
	2
	-8

	D10.
	Macular degeneration is a part of normal aging.
	1
	2
	-8


SECTION E.

	The next questions are about assistive devices for vision impairment.  


	E1.
	 Are you familiar with books on tape?
	

	
	

	YES




	1

	
	
	NO







	2


	E2.
	Do you know where to obtain large print books and books on tape?
	

	
	

	YES




	1

	
	
	NO







	2


	E3.
	Do you know how to use large print books and books on tape?
	

	
	

	YES




	1

	
	
	NO







	2


	E4.
	Do you now or would you be willing to use large print books and books on tape?  Would you say…


	
	

	
	

	No, I would not use them




	1
	(E5.)

	
	
	I might be willing to use them







	2
	(E5.)

	
	
	I would be very willing to use them 

	3
	(E5.)

	
	
	I use them

	4
	


	
	
	
	
	

	
	
	E4a.
	How often do you use large print books and books on tape? Would you say…


	
	

	
	
	
	Rarely or never

	1
	

	
	
	
	Sometimes

	2
	

	
	
	
	Often

	3
	

	
	
	
	Always

	4
	


	E5.
	Are you familiar with magnifiers? Such as a magnifying glass, to help with reading?
	

	
	

	YES




	1

	
	
	NO







	2


	E6.
	Do you know where to obtain magnifiers?
	

	
	

	YES




	1

	
	
	NO







	2


	E7.
	Do you know how to use a magnifier?
	

	
	

	YES




	1

	
	
	NO







	2


	E8.
	Do you now or would you be willing to use a magnifier?  Would you say…
	
	

	
	

	No, I would not use it




	1
	(E9.)

	
	
	I might be willing to use it







	2
	(E9.)

	
	
	I would be very willing to use it

	3
	(E9.)

	
	
	I use a magnifier

	4
	


	
	
	
	
	

	
	
	E8a.
	How often do you use a magnifier? Would you say…


	
	

	
	
	
	Rarely or never

	1
	

	
	
	
	Sometimes

	2
	

	
	
	
	Often

	3
	

	
	
	
	Always

	4
	


	E9.
	Are you familiar with talking appliances?
	

	
	

	YES




	1

	
	
	NO







	2


	E10.
	Do you know where to obtain talking appliances?
	

	
	

	YES




	1

	
	
	NO







	2


	E11.
	Do you know how to use talking appliances? 
	

	
	

	YES




	1

	
	
	NO







	2


	E12.
	Do you now or would you be willing to use talking appliances?

Would you say…
	
	

	
	

	No, I would not use it




	1
	(E13.)

	
	
	I might be willing to use it







	2
	(E13.)

	
	
	I would be very willing to use it

	3
	(E13.)

	
	
	I use them

	4
	


	
	
	
	
	

	
	
	E12a.
	How often do you use talking appliances? Would you say…
	
	

	
	
	
	Rarely or never

	1
	

	
	
	
	Sometimes

	2
	

	
	
	
	Often

	3
	

	
	
	
	Always

	4
	


	E13.
	 Do you use any other assistive devices?
	

	
	

	YES

	1
	

	
	
	NO

	2
	(F1.)

	
	
	
	
	

	
	E13a.
	Please specify the devices you use:
	
	

	
	
	
	
	
	



SECTION F. 

	
People sometimes make changes in their home and lifestyle to adjust to vision problems.  Please answer Yes or No to each of the following statements.


	
	*Because of your vision, have you made any changes in your:
	Yes
	No
	Not Applicable

	*
	F1.
	Kitchen
	1
	2
	-1

	*
	F2.
	Bedroom
	1
	2
	-1

	*
	F3.
	Bathroom
	1
	2
	-1

	
	F4.
	Living room or family room
	1
	2
	-1

	
	F5.
	Stairs in or around your home
	1
	2
	-1

	*
	F6.
	Daily routine
	1
	2
	-1

	
	F7.
	Social activities
	1
	2
	-1

	
	F8.
	Family activities
	1
	2
	-1

	
	F9.
	Personal hobbies
	1
	2
	-1

	*
	F10.
	Work or employment
	1
	2
	-1


SECTION G.  

	
The next questions have to do with your confidence in handling your vision impairment.


	
	*How confident are you in your ability to:
	Not Very Confident
	Somewhat

Confident
	Very Confident
	Not Applicable

	*
	G1.
	Walk where you want to go
	1
	2
	3


	-1

	*
	G2.
	Drive
	1
	2
	3


	-1

	*
	G3.
	Take care of your personal needs (feed, dress, bath)
	        1
	2
	3
	-1

	
	G4.
	Do things you enjoy
	1
	2
	3


	-1

	
	G5.
	Maintain important relationships
	1
	2
	3


	-1

	*
	G6.
	Maintain your independence
	1
	2
	3


	-1

	
	G7.
	Participate in spiritual or religious activities
	1
	2
	3
	-1

	
	G8.
	Obtain information about macular degeneration
	1
	2
	3
	-1

	*
	G9.
	Get help if needed
	1
	2
	3
	-1

	
	
	
	
	
	
	


SECTION H. 

	H1.
	Has your vision impairment had an impact on your family?
	

	
	

	YES

	1

	
	
	NO

	2


	H2.
	Overall, how has your family reacted to your vision impairment?
	

	
	

	Negatively and not supportive

	1

	
	
	Mixed reaction

	2

	
	
	Positively and supportive

	3


	H3.
	Are you (or were you ever) a member of a low vision support group?
	

	
	

	YES

	1

	
	
	NO

	2


	H4.
	Have you been through any low vision rehabilitation program?
	

	
	

	YES

	1

	
	
	NO

	2


	H5.
	Have you obtained information to learn more about low vision?
	

	
	
	YES

	1

	
	
	NO

	2 (I1.)


	H5a. How did you learn more about low vision?

Did you….
	
	H5b.  IF YES to H5a., how helpful did you find it?


	
	Yes
	No
	
	Very Helpful
	Somewhat
	Not Really
	Not at all

	*1. Watch videos (Hope In Sight)?
	1
	2
	
	1
	2
	3
	4

	*2. Watch TV programs ?
	1
	2
	
	1
	2
	3
	4

	*3. Read brochures, books, or other printed materials?
	1
	2
	
	1
	2
	3
	4

	*4. Attend lectures or workshops?
	1
	2
	
	1
	2
	3
	4

	5. Anything else?
	1
	2
	
	1
	2
	3
	4

	SPECIFY
	
	
	
	
	
	

	
	
	
	
	
	
	
	


SECTION I.  

When people find out they have impaired vision, they may experience a variety of feelings.   Please indicate how often you have experienced any of the following feelings in the past few weeks:

	
	*In the past few weeks, because of your vision impairment have you felt…
	Never
	Rarely
	Sometimes
	Often

	*
	I1.
	Hopeful
	1
	2
	3
	4

	*
	I2.
	Afraid
	1
	2
	3
	4

	*
	I3.
	Sad
	1
	2
	3
	4

	
	I4.
	Frustrated
	1
	2
	3
	4

	
	I5.
	Peaceful
	1
	2
	3
	4


Thank you very much, that was the last question in the survey.
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