The SWAL-QOL SURVEY

Understanding
Quality of Life
in Swallowing Disorders




Instructions for Completing the SWAL-QOL Survey

This questionnaire is designed to find out how your swallowing problem has
been affecting your day-to-day quality of life.

Please take the time to carefully read and answer each question. Some
guestions may look like others, but each one is different.

Here’'s an example of how the questions in the survey will look.

1. Inthe last month how often have you experienced each of the symptoms below.

All of the Most of Some of | A little of None of
time the time the time the time the time
Feel weak 1 2 3 4 5

Thank you for your help in taking part in this survey!

O




IMPORTANT NOTE: We understand that you may have a number of physical problems.
Sometimes it is hard to separate these from swallowing difficulties, but we hope that you
can do your best to concentrate only on your swallowing problem. Thank you for your
efforts in completing this questionnaire.

1. Below are some general statements that people with swallowing problems might
mention. In the last month, how true have the following statements been for you.

(circle one number on each line)

Very much | Quite a bit | Somewhat A little Not at
true true true true all true

Dealing with my
swallowing problem is 1 2 3 4 5
very difficult.
My swallowing problem is
a major distraction in my 1 2 3 4 5
life.
2. Below are aspects of day-to-day eating that people with swallowing problems

sometimes talk about. In the last month, how true have the following statements

been for you?

(circle one number on each line)

Very much | Quite a bit | Somewhat A little Not at
true true true true all true

Most days, | don't care if | 1 2 3 4 5
eat or not.
It takes me longer to eat 1 2 3 4 5
than other people.
I’'m rarely hungry 1 2 3 4 5
anymore.
It takes me forever to eat 1 2 3 4 5
a meal.
| don’t enjoy eating 1 2 3 4 5

anymore.




3. Below are some physical problems that people with swallowing problems
sometimes experience. In the last month, how often you have experienced each
problem as a result of your swallowing problem?

(circle one number on each line)

Almost Often Sometimes Hardly Never
always ever
Coughing 1 2 3 4 5
Choking when you eat food 1 2 3 4 5
Choking when you take 1 2 3 4 5
liquids
Having thick saliva or phlegm 1 2 3 4 5
Gagging 1 2 3 4 5
Drooling 1 2 3 4 5
Problems chewing 1 2 3 4 5
Having excess saliva or 1 2 3 4 5
phlegm
Having to clear your throat 1 2 3 4 5
Food sticking in your throat 1 2 3 4 5
Food sticking in your mouth 1 2 3 4 5
Food or liquid dribbling out of
your mouth 1 2 3 4 5
Food or liquid coming out
your nose 1 2 3 4 5
Coughing food or liquid out of
your mouth when it gets stuck 1 2 3 4 5
4. Next, please answer a few questions about how your swallowing problem has
affected your diet and eating in the last month.
(circle one number on each line)
Strongly Agree | Uncertain | Disagree | Strongly
agree disagree
Figuring out what | can and can’t 1 2 3 4 5
eat is a problem for me.
It is difficult to find foods that | 1 2 3 4 5
both like and can eat.




5. Inthe last month, how often have the following statements about communication
applied to you because of your swallowing problem?

(circle one number on each line)

All of Most of Some of A little of None of
the time the time the time the time the time

People have a hard time

understanding me. 1 2 3 4 5
It's been difficult for me to
speak clearly. 1 2 3 4 5

6. Below are some concerns that people with swallowing problems sometimes
mention. In the last month, how often have you experienced each feeling?

(circle one number on each line)

Almost Often Sometimes | Hardly Never
always ever
| fear | may start choking when | 1 2 3 4 5
eat food.
| worry about getting pneumonia. 1 2 3 4 5
| am afraid of choking when | drink
liquids. 1 2 3 4 5
| never know when | am going to 1 2 3 4 5
choke.

7. Inthe last month, how often have the following statements been true for you because
of your swallowing problem?

(circle one number on each line)

Always Often Sometimes Hardly Never
true true true ever true true

My swallowing problem 1 2 3 4 5
depresses me.
Having to be so careful when 1 2 3 4 5
| eat or drink annoys me.
I've been discouraged by my 1 2 3 4 5
swallowing problem.
My swallowing problem 1 2 3 4 5
frustrates me.
| get impatient dealing with 1 2 3 4 5
my swallowing problem.




8. Think about your social life in the last month. How strongly would you agree or
disagree with the following statements?

(circle one number on each line)

Strongly Agree Uncertain | Disagree | Strongly
agree disagree
| do not go out to eat because 1 2 3 4 5
of my swallowing problem.
My swallowing problem makes 1 2 3 4 5
it hard to have a social life.
My usual work or leisure
activities have changed 1 2 3 4 5
because of my swallowing
problem.
Social gatherings (like holidays
or get-togethers) are not 1 2 3 4 5
enjoyable because of my
swallowing problem.
My role with family and friends
has changed because of my 1 2 3 4 5
swallowing problem.

9. In the last month, how often have you experienced each of the following physical
symptoms?

(circle one number on each line)

All of Most of Some of | Alittle of | None of

the time the time the time the time the time
Feel weak? 1 2 3 4 5
Have trouble falling asleep? 1 2 3 4 5
Feel tired? 1 2 3 4 5
Have trouble staying asleep? 1 2 3 4 5
Feel exhausted? 1 2 3 4 5




10. Do you now take any food or liquid through a feeding tube?

(circle one)
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11. Please circle the letter of the one description below that best describes the
consistency or texture of the food you have been eating most often in the last week.
Circle one:
A. Circle this one if you are eating a full normal diet, which would include a wide
variety of foods, including hard to chew items like steak, carrots, bread, salad,

and popcorn.

B. Circle this one if you are eating soft, easy to chew foods like casseroles, canned
fruits, soft cooked vegetables, ground meat, or cream soups.

C. Circle this one if you are eating food that is put through a blender or food
processor or anything that is like pudding or pureed foods.

D. Circle this one if you take most of your nutrition by tube, but sometimes eat ice
cream, pudding, apple sauce, or other pleasure foods.

E. Circle this one if you take all of your nourishment through a tube.



12.

Please circle the letter of the one description below that best describes the
consistency of liquids you have been drinking most often in the last week.

Circle one:

A.

B.

13.

Circle this if you drink liquids such as water, milk, tea, fruit juice, and coffee.

Circle this if the majority of liquids you drink are thick, like tomato juice or apricot
nectar. Such thick liquids drip off your spoon in a slow steady stream when you
turn it upside down.

Circle this if your liquids are moderately thick, like a thick milkshake or smoothie.
Such moderately thick liquids are difficult to suck through a straw, like a very
thick milkshake, or drip off your spoon slowly drop by drop when you turn it
upside down, such as honey.

Circle this if your liquids are very thick, like pudding. Such very thick liquids will
stick to a spoon when you turn it upside down, such as pudding.

Circle this if you did not take any liquids by mouth or if you have been limited to
ice chips.

In general, would you say your health is:

(circle one)
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General Questions About You

What is the date of your birth?

Please write in your date of birth here: / /

month *~  day

What is your age today?

Are you —

What is your main racial or ethnic group?

White or Caucasian, but not Hispanic or Latino.............ccccceeeevvvnnn.n.
Black or African-American, but not Hispanic or Latino.....................

HISPANIC OF LatiNO ....uuueiiiiiie e

year

(circle one)

What is the highest year of school or college you have ever completed?

(circle one number)

|1 ] 23456 |7] 8] 9 ]10]11]12]13]14]15]16]16+

Grade School High School College

Post
Graduate




What is your current marital status?

(circle one)

NEVEN MAITIEA ... 1
MAITIEA. ... 2
DIVOICEA. ... 3
SEPANALEA ....ve e 4
WIHOWED ... 5

Did anybody help you complete this questionnaire?
(circle one)
NO, I did it MYSeIf...oee e 1

Yes, someone helped me fill it OUL............coovviiiiiiiiiii e 2

IF SOMEONE HELPED YOU FILL OUT THIS QUESTIONNAIRE, how did that person
help you?

(circle one)

Read you the questions and/or wrote down the answers you gave........... 1

Answered the qUESLIONS fOF YOU .........uuuuiiuiiiiiiiiiiiiiiiiiii e 2

Helped in SOMe Other Way ........cooooiiiiieieeeeee e 3
Please write today’s date here: / /

month = day ~ year



Last Page

COMMENTS:

Do you have any comments about this questionnaire? We welcome your comments about
the questionnaire in general or about specific questions, especially any that were unclear
or confusing to you.

Thank you for completing this questionnaire!
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