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IRB CONTACT INFORMATION

If wou would like to talk with someone about vour nghts of bemg n this research study or about
etlucal issues with this research study. you may contact the FIU Office of Research Integrity by
phone at 305-348-24%4 or by email at @ fiu.edu.

PARTICIPANT AGREEMENT

I have read the mformation in this consent form and agree to participate m this study. [ have had
a chanee to ask any questions [ have about thas studv, aod they have been answered for me. 1
understand that T will be given a copy of this forn for my records.

Signed Name of Adult Participant

Printed Name of Adult Participant

Signature of Person Obtaning Consent Drate
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FLORIDA INTERNATIONAL UNIVERSITY

FI“ | Nicole Wertheim College of Nursing & Health Sciences

CHILIY or TEEN ASSENT TO PARTICIPATE IN A RESEARCH STUDY
Children’s Coping after the Death of a Parent, Grandparent or Sibling

WHY ARE YOU DOING THIS STUDY?

We would hike you to be in our research studv. A research study 1s a way 1o leam mformation
about something. We would like to find out more about how children and teens react fo the
death of a parent, a grandparent. or a brother or sister and how (or if) they use spiritual and
religious practices or things to help them cope with the death. This infonuation may help us to
know how to help other children and teens after the death of a parent, a grandparent, or a brother
o sister.

HOW MANY OTHERS WILL BE IN THIS STUDY'?
If woui agres 1o be 1 s research study, vou will be ene of 120 ¢luldren and teens i the stiudy.

HOW LONG WILL THE sTUDY LAST?
It wall take about 1 hour to answer the questions i this study. We will talk with vou enly this
o Tine.

WHAT WILL HAPPEN IN THIS STUDY?

If wou participate w thes study, we will ask vou to:

1. Tell us about the religous rituals and practices vou liave participated i, of any.

2. Answer questions about your spiritual coping strategies, grief, anxietv, depression and
personal growtl.

CAN ANYTHING BAD HAPPEN TO ME?
You may feel sad when vou answer some of our questions. You can skip questions vou do not
want to answer.

CAN ANYTHING GOOD HAPPEN TO ME?
Sometimes children and teens find that talking to others about the death is helpfil and makes
them feel better,

DO T HAVE OTHER CHOICES?
Your onlv choice 15 whether or not to take part in this study.

WILL ANYONE ENOW I AM IN THE STUDY?
Your answers are private and will not be shared with your parents. The records of this study wall

be kept private and will be protected by the researchers. We will only share vour answers with
vour parents if we feel that vour safetv is in danger,
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WILL I BE GIVEN ANYTHING FOR PARTICIPATING?
You will get a $10 gift card from Walmart or Target for being in the study. You will not need to
pay for anything to be in thas study

WHAT IF I DO NOT WANT TO DO THIS?

You do not have 1o be in this study if you don’t want to and you can quit the study at any time.
If you don't like a question, you don’t have to answer it. No one will get mad at you if you
decide vou don't want to be in the study.

WHO CAN I TALK TO ABOUT THE STUDY?

If you have any questions about the research study, you may contact Ivette Hidalgo at Florida
International University by phone or text at SN or by email at iinStei—— o
Dr. Youngblut at FIU by phone at SSSSssesssl or by email at S 1f you would
like to talk with someone about your nghts of being in this research study. you may contact the
FIU Office of Research Integnity by phone at 305-348-2494 or by email at on(@ fin.edu.

PARTICIPANT AGREEMENT
This research study has been explained to me and [ agree to be in this study.

Signature of Child Teen Participant Date

Printed Name of Child/Teen Participant

Signature of Person Obtaining Consent Date

Page2of2

175



FIU IRB Approval: | 05/27/2016
_FIUIRB Expiration: | 05/27/2017_|
FIU IRE Number: IRB-15-0233

m Nicole Wertheim College of Nursing & Health Sciences
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PARENTAL CONSENT TO PARTICIPATE IN A RESEARCH STUDY
Children’s Coping after the Death of a Parent. Grandparent. or Sibling

PURPOSE OF THE STUDY

You are being asked to be in a research study. You are also being asked to give your permission
for your child to be in this research study, The purpose of this study is to see how children's use
of spiritual coping strategies is different for different ages, genders, race/ethnicity, whether they
participated in religious rituals and practices, and whether the deceased was the child’s paseat,
grandparent, or sibling (brother or sister). Another purpose of this study is to see how children’s
spiritual coping strategies might be related to their grief. personal growth, depression, and
anxuety after the death.

NUMBER OF STUDY PARTICIPANTS
If you and your child participate in this study. you will be one of 120 families in this research
study.

DURATION OF THE STUDY
Your participation will take about 15-20 minutes and your child’s participation will take about 1
hour.

PROCEDURES

1f you and your child participate in this study. we will ask you to do the followmg things:

1. Complete an information sheet about your age, education, race/ethnicity, religion, mantal or
partner status, annual income, number of surviving children in the family and their ages. and
about the deceased’s age, sex, where he/she died, canse of death, date of death. relationship
1o child, and whether the child had lived with the deceased.

. Auswer questions about the religious rituals and practices your child has participated ., if
any.

ra

We will also ask your child to do the following things:

1. Tell us about the religions nituals and practices they have participated m, :f any.

2. Answer questions about their spiritual coping strategies, grief, anxiery, depression, thoughts
about self-harm. and personal growth.

RISKS AND/OR DISCOMFORTS

The followmg nisks may be associated with your and your child’s participation in this study: you
and/or your child may become sad when answering the study’s questions. Some adults and
children find that talking to others about their deceased loved one is helpful and makes them feel
better. You and your child have the nght to skip questions that you do not want to answer.
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BENEFITS

There are no direct benefits for you or vour child for being in the study. Researchers and health
care providers may benefit from what you and your child tell us i this study in understanding
how

1) children use spiritual coping strategies 2) these strategies nught affect children’s reactions
{gnef. personal growth, depression, and anxiety) to the death of a parent, grandparent, or sibling,
and 3) how health care providers might be able to help children when a parent, a grandparent. or
a sibling (brother or sister) dies.

ALTERNATIVES
The alternative is for you and your child not to be m this study.

CONFIDENTIALITY

The records of this study will be kept private and will be protected to the fullest extent provided
by law, We will not tell vou about your child's answers unless we are concerned about your
child's health or safety. We also tell the children that they do not have to talk with theur parents
about their answers.

If we learn about serious harm to you, your child{ren), or someone else in your house, we will
take steps to protect that person even if it requires telling the authonties without your pemmission.
If we have reason to believe that your child is being abused, we will report this to the Florida
Abuse hotline. [n these mstances, we would only disclose information to the extent necessary to
prevent hamm.

In any report we might publish. you and your child’s information will be combined with the
wformation from other parents/gnardians and children. We will not include any information that
will make it possible to wdentify vou or vour child as being i this study. Research records (the
forms with your and vour child’s answers) will be stored securely and only the researcher team
will have access to the records, However, your and your child’s answers may be reviewed for
audit purposes by authorized University or other agents who will be bound by the same
provisions of confidentiality.

Each family (vou and your child) will be assigned a umique study identification (ID) number that
will be placed on every page of the forms. The ID numbess and names will be stored separately
from the file with your and your child's names, phone number, and address, This file, the
informanion vou and your child tell us, and your signed consent form and your child’s signed
assent form will be locked in separate drawers i the co-PI's office.

COMPENSATION & COSTS

Your cluld wall recesve a S10 gift card from Walmart or Target for participating in this study.
There are no costs to you and your child to be in this study.

MEDICAL TREATMENT

Routinely, FIU, its agents, or its employees do not pay for or provide free care for human
subjects if they get hurt from being in a research project. If you or your child becomes ill or
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injured, contact vour regular doctor or health care provider. If wou have insurance, your
Insurance compary may or may not pay for these costs. If vou do not have insurance, or if your
inssrance company refises o pay, vou will be billed by vour provider. Funds to compensate for
pain, expenses, lost wages and other damages cansed by injury are not routinely available

RIGHT TO DECLINE OR WITHDRAW

Your participation and your child’s participation o this study is veluntary. You and your ehald
are free to be i the study or 1o withdraw vour consent al any time during the study. Yeur and
your ¢hild’s withdrawal or Iack of participation will not affect any benefits to which you are
otherwise entitled. The mwvestigators may remove yvou amd your child from the study without
vour consent if they feel it is in the best interest of the sudy.

RESEARCHER CONTACT INFORMATION

1f vou have any questions about the purpose, procedures. or any other issues about this research
stuy, you may contact [vette Hidalgo at Florida [nternaticnal University, iy
A o7 [ JoAnne Younghlut ot T——— o S

TRB CONTACT INFORMATION

If wou would like to talk with somecne about your nights or vour cluld’s nghts of being in thes
research study or aboun ethical issues with this research study, you may contact the FIL Office of
Research Integnty by plione at 305-348-249%4 or by email a0 on @i, edu.

PARTICIPANT AGREEMENT

I have read the infonmation m this consent form and agree to participate and to allow my child to
participate o tus study, [ have had a chance to ask any questions | have absout this study, ad
they hove been answered for me, 1 understand that [will be miven a copy of this form for my
records,

Signahure of Parent/Guardian Date

Printed Mame of Parent’ Guardian

Printed Mame of Child Participant

Signtre of Person Obtamimg Consent Dhane

Page 1 of 3

178



FI“ Nicole Wertheim College of Nursing & Health Sciences

FLORIDA INTERMATIONAL UNIVERSITY

How do Children react to the Death of a Family
Member?

We are doing a Research Study to find out.

To be in the study:

¢ Parent speaks English or Spanish

e Child, 8 to 18 years old, and speaks English

¢ Death of a brother or sister, a parent, or a
grandparent in the past 2 years

e Parent and child lived together before the death
if the deceased was a parent

¢ Parent and child able to answer questions about
themselves and their family

The purpose of this study is to learn how children:

1) React to the death of a brother or sister, a parent, or a
grandparent

2) Use religious or spiritual practices around the death and
afterwards

Ta be in this study or to learn more about it: please call, text, or
email me.

Ivette Hidalgo, MSN, ARNP

PhD in Nursing Student at FIU

(O

179



FI“ Nicole Wertheim College of Nursing & Health Sciences
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¢Como reaccionan los ninos
después de la muerte de un ser
querido?

Estamos haciendo un estudio de
investigacion para averiguarlo.

Para participar en el estudio:

El Padre o Madre debe hablar ingles o
espanol

El Nifio(a), debe tener entre 8 y 18 anos y
debe hablar ingles

Muerte de un hermano(a), padre o madre, 0
abuelo(a) en los ualtimos 2 anos

Si el fallecido era un padre o madre él o ella
tienen que haber vivido con el nino(a) antes
de morir

El padre y el(la) nifo(a) puedan contestar
preguntas sobre ellos mismos y su familia

El prngc’:sitn de este estudio es aprender
como los nihos:

1) Reaccionan después de la muerte de un
hermano(a), padre o madre, o abuelo(a)

2) Uso de las practicas religiosas o espirituales
durante la muerte y después
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Para participar en este estudio o para saber mas sobre

el: por favor llamar o mandar un mensaje de texto, o
contactarme a traves de correo electrénico.

Ivette Hidalgo, MSN, ARNP
Estudiante de Doctorado en Enfermeria en
FIU
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My name is lvette Hidalgo. | am a pediatric nurse practitioner. I am also working on
getting my PhD in Nursing at Florida International University (FIU). | have been working
as a pediatric nurse practitioner in the pulmonology office at Nicklaus Children’s
Hospital (formerly known as Miami Children’s Hospital) for the past 12 years. The
patients I see are children with chronic and complex medical conditions that are
dependent on ventilators (breathing machines), oxygen, and tracheostomies to live.
Working with these children and seeing many of them die from their condition has led
me to wonder about the spiritual and religious changes or coping of children who have
had a parent, grandparent, or sibling die.

I am doing a research study to talk with children about their experiences and feelings in
the first 2 years after the death of a brother or sister, a parent, or a grandparent. This study
is part of my PhD program at FIU. Dr. Rosa Roche will be helping with the study. She is
also a pediatric nurse practitioner in the pulmonology office at Nicklaus Children’s
Hospital.

The purpose of this study is to learn about children’s reactions to the death of a brother
or sister, a parent, or a grandparent in the first 2 years after the death. We also want to
learn about children’s use of religious or spiritual practices around the time of the death
and afterwards.

We will ask the parent(s) to answer some questions about themselves and their family,
like their age, education, race/ethnicity, and employment, and about the ages and sex of
their other children in the family. We will also ask about religious and spiritual practices
in your religion and/or culture that are often done around the time of someone’s death.

We will ask the children questions about their health and their religious or spiritual
practices.

We are looking for families that meet these conditions:

Death of a brother or sister, parent, or grandparent in the past two years

Parent who speaks English or Spanish and is older than 18

Surviving child is 8 to 18 years old and speaks English

Parent and child lived together when the death happened if the deceased was a parent

If you are interested in being in this study or want to learn more about the study, please
call, text, or email me.
Thank you,

Ivette Hidalgo, MSN, ARNP
PhD in Nursing Student at FIU
Cell:

Email:
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