





APPENDIX D
AUTHORIZATION

FORM

document explains how your information will be treated confidentially. If you have questic
your health information will be protected, you may contact:Cara Gallegos at 602-402-7626.
about this Study will reveal your identity without your written permission.

By signing this document, you give permission to Cara Gallegos and the health care pi
Phoenix Children's Hospital to use or disclose (release) your health information that identif
following research study: An Examination of Parental Stress and Coping in the Pedia
Care Unit (PICU)

The health information that we may use or disclose (release) for this research includes:

¢ Medical record number

= Diagnosis

The health information listed above may be used by and/or disclosed (released) to:
* Cara Gallegos (Principal Investigator) and the research team

* Phoenix Children's Hospital and the Phoenix Children's Hospital Institutional F
(IRB)

* Department of Health and Human Services including, but not limited to the Fo
Administration and the Office of Human Research Protections

You do not have to sign this Authorization, but if you do not, you cannot participate in the re
and you cannot receive research-related treatment. Your decision of whether or not

Authorization and participate in this research study will not impact any other treatment y
Phoenix Children's Hospital.

You may change your mind and revoke (take back) this Authorization at any time. Even if y
Authorization, Cara Gallegos may still use or disclose (release) health information thz
already obtained about you, as necessary to maintain the integrity or reliability of the curren
revoke this Authorization, you must write to:

You will receive a copy of this form. This Authorization does not have an expiration date.

PCH IRB FORM 500/Version 3/08
Refer to PCH Guidance Document IRB FORM 505
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APPENDIX D (CONT.)

AUTHORIZATION FORM

\“ , PHOENIX

CHILDREN'S

Hospztal
Printed Name of subject Printed Name of legally authorized representative
Signature of Subject or his/her legally authorized representative Date

Provide a description of authority of the representative to sign for the research subject:

If Applicable:

Name of Interpreter

Signature of Interpreter Date
If an interpreter is required during the consent process the interpreter's name will be documented in the
patient's progress notes.

APPROVED
INSTITUTIONAL REVIEW BOARD

MAY 2 8 200¢

PHUENIX CH#LDH N'S HOSPITAL
XPIRES 45%

PCH IRB FORM 500/\Version 3/09
Refer to PCH Guidance Document IRB FORM 505
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APPENDIX E
FAMILY DEMOGRAPHIC FORM

This section asks about you or your family. This helps us better understand the
answers on the questionnaires we are asking you to complete. Please fill in the blank
or place an X on the line that best describes you. Please answer all questions.

1. What is your gender?
a. Male
b. Female

2. What is your relationship to the child in the pediatric intensive care unit?

a. Mother

b. Father

C. Grandmother

d. Aunt

e. Other (Please explain)

3. Are you the person who takes care of the child most of the time?
a. Yes
b. No

4. What is your age at your last birthday?

5. How many people live in your household, including you?

Age last Gender of Child Years of schooling to date
birthday
Mother/wife
Father/Husband
Current Grade
Child 1 (In M F
PICU)
Child 2 M F
Child 3 M F
Child 4 M F
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Child 5 M F
Others living in
your home/
relationship
M F
6. Areyou?
a. Married
b. Never Married
C. Divorced
d. Living with partner, not married
e. Separated
f. Widowed

7. How do you describe yourself? Check all that apply.
a. ____ White (non Hispanic/Latino)
. Black or African American (non Hispanic/Latino)
. _____American Indian/Alaskan Native

. Hawaiian Native/Pacifica Islander

b
C
d. __ Asian
e
f

Other (Please clarify)

8. Do you consider yourself:

a

® o0 T;

9. What is your occupation?

none of the above

Mexican/American

Puerto Rican

Cuban
Other Spanish/Hispanic/Latino

10. What is the highest grade or year of school that you completed?

11. Would you classify your last year of school to be:

a.

b.
C.
d.

Grades 1-8 (Elementary/middle school)
Grades 9-11 (Some high school)
Grade 12 or GED

College 1-3 years (Some college or technical school)
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e. College 4 years (College graduate)

f. Graduate or Professional School (Advanced degree)
12. What is your household’s total annual income for the most recent calendar year,

before taxes?

a. __ <$9,999

b. __ $10,000-$14,999

C. ___ $15,000-$24,999

d __ $25,000-$34,999

e. _ $35,000-$49,999

f. _ $50,000-$74,999

g. ___ $75,000-$99,000

h. _ $100,000+

This section asks information about your child. This will help us understand more

about what happens to parents when their child is in the Pediatric Intensive Care

Unit.

Was this admission planned?
a. Yes
b. No

Has your child been hospitalized before?
a. Yes — If yes, how many times?
b. No

Has your child been hospitalized in the PICU before?
a. Yes — If yes, how many times?
b. No

Why is your child in the Pediatric Intensive Care Unit?

In your own words, can you describe what you think is most stressful about
having your child in the Pediatric Intensive Care Unit?
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APPENDIX F
PARENTAL STRESSOR SCALE: PICU
Directions:

Of great concern to nurses and others who work in a Pediatric Intensive care Unit (PICU)
isthe effect of this environment and experience on parents. This questionnaire contains a
number of items that may be stressful to parents while their child in PICU. | am
interested in your view of these stressors. By stressful, | mean an experience that
caused you to feel anxious, upset, or tense. On the questionnaire, you are asked to
circle the number that best expresses how stressful each item was for you.

Below isalist of items that might describe your CHILD'S APPEARANCE. Using the
rating scale on the right, circle the number that best expresses how stressful these things
have been for you.

Not Not Minimally Moderately Very Extremely
Experienced Stressful  Stressful Stressful Stressful  stressful

1. Puffiness of

my child 0 1 2 3 4 5
2. Color

changesin my

child (pale, blue

or yellow) 0 1 2 3 4 5
3. Child

appearing cold 0 1 2 3 4 5

Below isalist of SSIGHTS AND SOUNDS in an intensive care unit (ICU). Circle the
number that best expresses how stressful each of these items has been for you.
1. Seeing the
heart beat on
the monitors 0 1 2 3 4 5
2. The sound of
monitors and
equipment 0 1 2 3 4 5
3. The sudden
sounds of 0 1 2 3 4 5
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monitor alarms

Below isalist of PROCEDURES that may have been done to your child. Circle the number
that best expresses how stressful these procedures have been for you.

1

I njections/shots 0 1 2 3 4 5

2. Tubesin my

child 0 1 2 3 4 5

3. Suctioning 0 1 2 3 4 5
4. Putting

needlesin my

child for fluids,

procedures or

tests 0 1 2 3 4 5
5.Making my

child cough and

deep

breath/poundin

g and clapping

on my child's

chest 0 1 2 3 4 5
6. Bruises, cuts,

incisions on my

child 0 1 2 3 4 5

Below isalist of BEHAVIORS of the PROFESSIONAL STAFF (doctors and nurses) that
you may have observed. Circle the number that best expresses how stressful these items have
been for you.

1. Joking,

laughing or

talking loudly 0 1 2 3 4 5
2. Not talking

to me enough 0 1 2 3 4 5
3. Too many

different people

(doctors,

nurses, staff)

talking to me 0 1 2 3 4 5

4. Not telling
me their names 0 1 2 3 4 5
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or who they are

Theseitemsrelateto PARENTAL ROLES. How stressful have the following been for you?

Not Not Minimally Moderately Very Extremely
Experienced Stressful  Stressful Stressful Stressful  stressful

1. Not taking

care of my

child myself 0 1 2 3 4 5
2. Not being

ableto visit my

child when |

wanted 0 1 2 3 4 5
3. Not being

ableto see my

child when |

wanted 0 1 2 3 4 5
4. Not being

able to be with

my crying child 0 1 2 3 4 5
5.Not being

ableto hold my

child 0 1 2 3 4 5
6. Using the

same rating

scale, how

stressful, in

general, hasthe

total intensive

care unit

experience been

for you? 0 1 2 3 4 5

Below isalist of itemsthat relate to how the professional staff (doctors and nurses) may
COMMUNICATE with you about your child'sillness. Please indicate the stress level of
these items.

1. Explaining
things too fast 0 1 2 3 4 5



2. Using words
| don't
understand

3. Telling me
different things
about my
child's
condition

4. Not telling
me what is
definitely
wrong with my
child

5.Not talking to
me enough
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Below isalist of BEHAVIORS AND EMOTIONAL RESPONSES that your child may
have exhibited while in the intensive care unit. Using the same rating scale as above, how

1. Confusion
2. Rebellious or
uncooperative
behavior

3. Crying or
whining

4. Demanding
5.Acting or
looking asif in
pain

6. Restlessness
7. Inability to
talk or cry

8. Fright

9. Anger
10. Sadness or
depression

stressful were these things for you?



COPING HEALTH INVENTORY FOR PARENTS

Directions:

APPENDIX G
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To complete thisinventory you are asked to read the list of “Coping Behaviors’ below,

one at atime. For each coping behavior you used, please indicate by circling a number

how helpful this belief or action isfor you in managing family life right now with your

child.

0= Not helpful

1 = Minimally helpful
2 = Moderately helpful

3= Extremely helpful

For each Coping Behavior you Did Not use, please record your “Reason” (Chose not to

or Not possible).

| do not cope
this way because

Coping Behaviors

Extremely
helpful

Moder ately
helpful

Minimally
helpful

Not
helpful

Chose | Not
not to | possible

1. Taking over
personal feelings
and concerns with
spouse/partner

2. Engaging in
relationships and
friendships which
help me to feel
important and
appreciated

3. Trusting my
spouse/partner (or
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former) to help
support me and my
child(ren)

4. Sleeping

5. Taking with the
medical staff
(nurses, social
worker etc) when
we visit the
medical center

6. Believing that
my child(ren) will
get better

7. Working,
outside
employment

8. Showing that |
am strong

9. Purchasing gifts
for myself and/or
other family
members

10. Taking with
other

individual g/parents
in my same
situation

11. Taking good
care of al the
medical equipment
at home

w

N

(62}

11. Eating

w

oo

(62}

12. Getting other
members of the
family to help with
chores and tasks at
home

14. Getting away
by myself

15. Taking with
the doctor about
my concerns about
my child(ren) with
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the medical
condition

16. Believing that
the medical
center/hospital has
my family's best
interest in mind

17. Building close
relationships with
people

18. Believing in
God

19. Develop
myself as a person

20. Talking with
other parentsin the
same type of
situation and
learning about
their experience

21. Doing this
together asa
family (involving
all members of the
family)

22. Investing time
and energy in my
job

23. Believing that
my child is getting
the best medical
care possible

24. Entertaining
friendsin our
home

25. Reading about
how other persons
in my situation
handle things

26. Doing things
with family
relatives

N

[ —

(62}

27. Becoming

wiw

oo

(62}
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more self reliant
and independent

28. Telling myself
that | have many
things | should be
thankful for

29. Concentrating
on hobbies (art,
music, jogging,
etc)

30. Explaining
family situation to
friends and
neighbors so they
will understand us.

31. Encouraging
child(ren) with
medical condition
to be more
independent

32. Keeping
myself in shape
and well groomed

33. Involvement in
social activities
(parties etc) with
friends

34. Going out with
my spouse/partner
on aregular basis

35. Being sure
prescribed medical
treatments for
child(ren) are
carried out at
home on adaily
basis

36. Building a
closer relationship
with my spouse

37. Allowing
myself to get
angry
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38. Investing
myself in my
child(ren)

39. Talking to
someone(not
professional
counsel or/doctor)
about how | feel

40. Reading more
about the medical
problem which
concerns me

41. Trying to
maintain family
stability

42. Being able to
get away from the
home care tasks
and
responsibilities for
some relief

43.Having my
child with the
medical condition
seen at the
clinic/hospital on a
regular basis

44. Believing that
things will always
work out

45. Doing things
with my children
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APPENDIX H

INDIVIDUAL PARENTAL STRESSOR SCALE ITEMS

Subscale Item Females (N=60) Males (N=26) Total (N=86)
Mean Percentiles Mean Percentiles Mean Percentiles
(SD) 25" 75" (SD) 25" 75" (Sb) 25" 75"

Appearance 3.0 (1.0) 2 4
Puffiness of my 2.3(1.6) 1 3 2.5(1.3) 2 3 2.3(1.5) 1 3
child
Color changes 2.7 (1.8) 2 4 2.9 (1.3) 2 4 2.7 (1.6) 2 4
Child appearing 2.6 (1.6) 1 4 2.3(1.4) 1 3 2.5(1.6) 1 4
cold

Environment 2.8 (1.2) 2 4
Seeing heartbeat 2.1 (1.4) 1 3 1.9(1.2) 1 3 2.0(1.3) 1 3
on monitors
Sound of 2.6 (1.5) 1 4 2.7(1.2) 2 4 2.6 (1.4) 1 4
monitors and
equipment
Sudden sound of 3.4 (1.5) 2 5 3.6 (1.2) 3 4 3.4 (1.4) 3 5
monitor alarms

Procedures 3.0(1.1) 23 3.7
Injections/shots 2.4 (1.6) 1 4 2.4 (1.3) 1 3 2.4 (1.5) 1 3
Tubes in my child 3.3 (1.6) 2 5 3.4 (1.0) 3 4 3.3 (1.4) 3 5
Suctioning 2.2 (1.7) 1 3 2.4 (1.9) 1 5 2.3 (1.7) 1 3
Putting needles in 3.0 (1.6) 2 5 3.0 (1.5) 2 4 3.0 (1.6) 2 5
my child
Making my child 2.2(1.8) 1 3 1.8(1.9) 0 3 2.09 0 3
cough/clapping (1.8)
on my child’s
chest
Bruises, cuts, 3.0(1.8) 2 5 3.1(1.6) 2 4 3.0(1.8) 2 5
incisions

Staff Behaviors 20(1.0) 1.2 2.5
Joking, laughing 1.15(.9) 1 1 1.3(0.9) 1 2 1.2 (0.9) 1 2
or talking loudly
Not talkingto me 1.5 (1.6) 0 3 1.3(1.6) 0 2 1.4 (1.6) 0 3
enough
Too many people 1.7 (1.4) 1 2 1.6 (1.6) 1 3 1.7 (1.4) 1 2
(staff) talking to
me
Not telling me 1.3(1.6) 0 2 .96 (1.4) 0 2 1.21 0 2
names/ who they (1.5)
are

Parenting Roles 3.3(1.1) 2.5
Not taking care of 2.4 1 4 2.6 (1.4) 2 4 2.4 (1.6) 1
my child (1.7)

Not being ableto 1.4 (2.0) 0 3 1.5(2.2) 0 4 1.4 (2.1) 0
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visit when |
wanted

Not being ableto 1.5 (2.0) 0 3 1.7 (2.1) 0 4 1.5(2.0) 0
see my child

Not being able to 1.7 0 4 2.1(2.5) 0 5 1.8(2.2) 0
be with my crying (2.2)
child

Not being ableto 3.1 (2.1) 0 5 3.5(1.9) 2 5 3.2 (2.0) 2
hold my child

How stressful is 3.1(1.4) 2 4 3.3(1.0) 3 4 3.2(1.3) 2
the total ICU
experience

Staff 2.5(1.2) 15
Communication

Explaining things 1.0 (1.2) 0 2 1.0(1.2) 0 2 1.0(1.2) 0
to fast

Using words | 1.4 (1.4) 0 2 1.1 (1.3) 0 2 1.3(1.4) 0
don’t understand

Telling me 1.6 (1.8) 0 3 1.4 (1.6) 0 3 1.4 (1.9) 0
conflicting things
about my child’s

condition
Not telling me 1.3(1.9) 0 2 1.9 (2.0) 0 4 1.4 (1.9) 0
what is wrong
with my child
Not talkingto me 1.2 (1.6) 0 2 .92 (1.5) 0 3 1.1 (1.6) 0
enough

Child behaviors 3.3(1.1) 2.7
Confusion 1.7 (1.8) 0 3 1.4 (1.7) 0 3 1.6 (1.7) 0
Rebellious or 1.4 (1.7) 0 3 1.2 (1.6) 0 3 1.3(1.7) 0
uncooperative
behavior
Crying or whining 2.7 (1.7) 1 4 2.5 (2.0) 0 4 2.6 (1.8) 1
Demanding 0.8 (1.1) 0 1 0.7 (1.2) 0 1 0.7 (1.2) 0
behavior
Acting or looking 3.5(1.8) 2 5 3.3(1.8) 2 5 3.4 (1.8) 2
as if pain
Restlessness 3.0 2 4 2.4 (1.8) 1 4 2.8 (1.6) 2

(1.5)

Inability to talk or 2.5 (2.0) 0 5 2.8 (2.0) 0 5 2.6 (2.0) 0
cry
Fright 2.1 (2.1) 0 4 2.0 (2.1) 0 4 2.1 (2.1) 0
Anger 1.4 (1.9) 0 3 1.4 (1.8) 0 3 1.4 (1.8) 0
Sadness or 1.6 (2.0) 0 4 1.5(1.9) 0 3 1.5(2.0) 0

depression




150

APPENDIX |

INDIVIDUAL PARENTAL COPING STRATEGIES

Subscale Item Females (N=60) Males (N=26) Total (N=86)
Mean Percentiles Mean Percentile Mean  Percentiles
(SD) (SD) s (SD)
T U T
25" 75 25™ 75" 25™ 75"

Talking over feelings/ 2.3 2 3 2.2 1 3 2.3 2 3
concerns with (0.9) (1.0) (1.0
spouse
Engaging in 2.1 1 3 1.7 1 3 1.9 1 3
relationships which (1.1 (1.1 (1.1

help make me feel
important and
appreciated

Trusting my spouse/ 2.5 2 3 2.4 2 3 24 2 3

partner (or former)to  (0.9) (0.9) (0.9

help support me and

my children

Sleeping 2.0 1 3 1.9 1 3 2.0 1 3
1.2) (1.1) (1.2)

Talking with the 2.6 2 3 2.0 1 3 2.5 2 3

medical staff when (0.6) (1.0) (0.8)

we visit the medical

center

Believing that my 2.7 3 3 2.7 3 3 2.7 3 3

child will get better (0.7) (0.9) (0.7)

Work. Outside 0.8 0 1 0.6 0 1 0.7 0 1

employment (1.1) (1.0) (1.1

Showing that | am 1.8 1 3 1.2 0 2 1.6 0 3

strong (1.2) (1.8) (1.2)

Purchasing gifts for 0.5 0 1 0.4 0 1 0.5 0 1

myself or family (0.9) (0.6) (0.8)

members

Talking with other 1.7 1 3 1.0 0 2 1.5 0 3

individuals in same (1.1 1.2) 1.2

situation

Taking good care of 1.2 0 3 0.7 0 1 1.1 0 3

the medical (1.4) 1.2) (1.3)

equipment at home

Eating 1.8 1 2 1.2 0 3 1.6 1 2
(1.0) (0.9) (1.0)

Getting other family 2.1 1 3 15 0 3 1.9 1 3

members to help (1.1) (1.2) (1.2
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with chores at home

Getting away by 1.3 2 1.50 0 225 1.3 0 2

myself (1.2) (1.1) (1.2)

Talking with doctor 2.6 3 2.4 2 3 2.6 2 3

about my concerns (0.8) (0.8) (1.8)

Believing that the 2.8 3 2.4 2 3 2.7 2 3

hospital has my (0.5) (0.7) (0.6)

family’s best interest

in mind

Building close 2.0 3 1.7 1 3 1.9 1 3

relationships with (1.1 (1.1 (1.1

people

Believing in God 24 3 1.7 0 3 2.2 1.7 3
(1.0) (1.3) (1.2) 5

Develop myself as a 1.8 3 1.1 0 3 1.6 0 3

person (1.1) (1.3) (1.2

Talking with other 1.6 3 1.2 0 3 1.5 0 3

parents and learning 1.2) (1.3) (1.3)

about their

experience

Doing this together 2.3 3 1.9 0.5 3 2.1 2 3

as a family (1.0) (1.3) (1.1

Investing time and 0.8 1 0.5 0 1 0.7 0 1

energy in my job (1.2) (0.8) (1.1

Believing that my 2.9 3 2.6 2 3 2.8 3 3

child is getting the (0.5) (0.8) (0.6)

best medical care

possible

Entertaining friends 0.6 1 0.3 0 0.25 0.5 0 1

in our home (1.0) (0.5) (0.9

Reading about how 1.5 2.7 0.7 0 2 1.3 0 2

other people in my (1.1 5 (1.1 1.2

situation handle

things

Doing things with 1.5 2 1.2 0 2 1.4 0 2

family relatives (1.1) (1.1) (1.1

Becoming more self 1.7 3 1.0 0 2 1.5 0 3

reliant and (1.1 (1.1 (1.1

independent

Telling myself that | 2.2 3 1.6 0.7 3 2.0 1 3

have many thing | (2.0) 1.2) 5 (1.1

should be thankful

for

Concentrating on 1.1 2 0.7 0 2 1.0 0 2

hobbies (1.1) (0.9) (1.0)

Explaining family 1.4 3 1.0 0 2 1.3 0 3
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situation to friends so  (1.2) 1.2) 1.2

they will understand

us

Encouraging child 1.0 0.5 0 1 0.9 2
with medical 1.2) (1.0) 1.2

condition to be more

independent

Keeping myself in 1.5 1.12 0 2 1.4 2
shape and well (1.1 (1.1 (1.1

groomed

Involvement in social 0.7 0.5 0 025 0.6 1
activities with friends  (1.0) (0.9) (1.0

Going out with my 0.9 1.2 0 225 1.0 2
spouse/partner on a (0.9) (1.3) (1.1

regular basis

Being sure 1.8 1.8 0 3 1.8 3
prescribed medical (1.4) (1.3) (1.4)

treatments are

carried out at home

Building a closer 2.0 2.4 2 3 2.1 3
relationship with my 1.2) (1.1 1.2

spouse

Allowing myself to 1.6 0.5 0 1.25 0.9 2
get angry (0.8) (1.0) (1.2

Investing myself in 2.6 2.3 1.7 3 2.5 3
child (0.7) (1.1) 5 (0.9)

Talking to someone 2.1 1.3 0 1.25 1.9 3
(not professional) (2.9) 1.2) (2.5)

about how | feel

Reading more about 2.2 1.3 0 225 1.9 3
the medical problem (1.0) (1.1) (1.1

Trying to maintain 2.5 1.9 0 2 24 3
family stability (0.8) (1.3) (1.0

Being able to get 1.7 1.0 0 2 1.5 3
away from the (1.1 (1.1 1.2

homecare

tasks/responsibilities

for some relief

Having my child with 2.2 1.7 0.7 3 2.0 3
the medical condition (1.0) (1.1 5 (1.1

seen at the clinic on

a regular basis

Believing that things 2.3 2.0 1 3 24 3
will always work out (0.7) (1.1) (0.9

Doing things with my 2.6 2.2 1.7 3 2.5 3
children (0.8) (1.2) 5 (0.9
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APPENDIX J

COPYRIGHT AUTHORIZATION

Myron B. Thompson School of Social Work

7D, ) UNIVERSITY
M) of HAWAL'T
5 MANOA

July 27, 2010

Cara Gallegos RN, MSN, PhD(c)

Assistant Professor- Marshfield Site

Department of Nursing, College of Health and Nursing
University of Wisconsin-Eau Claire

611 St. Joseph Avenue

Marshfield, W1 54449Cara Gallegos RN, MSN, PhD(c)

Dear Professor Gallegos

The purpose of this correspondence is to confirm permission for your use of the Figure of
the Resilience Model of Family Stress, Adjustment and Adaptation. This permission is
granted contingent on our receipt of a copy of what you are including and citation being
sent by email to my office for filing.

We wish you the best

Let us know if we can be of assistance.

Sincerely,

Hamilton I. McCubbin Ph.D.
Professor and Director of Research
Center for Training, Evaluation and Research of the Pacific

CC: Dr. Marilyn McCubbin
CC: Dr. Laurie McCubbin
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