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Telling Each Story to Save Lives Nationally
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HOUSEKEEPING

Before we get started

e This webinar is being recorded and will be available on the
National Center’s webpage (URL: ).

e Participants are muted. Use the question and answer box to
ask questions.

* Due to the large number of participants, the speakers may be
unable to answer all questions. Unanswered questions will be
answered and posted with the recording.

e Contact the National Center (email: ) for any

tech problems.



http://www.ncfrp.org/
mailto:info@ncfrp.org

EVALUATION

https://www.surveymonkey.com/r/B7VZVWC



Mary Emanuele,
USPHS, RN, BAN, CNOR, CCHP

Welcome and Introductions

Program Management Officer

Division of Healthy Start and Perinatal Services,

Vi

Health Resources and Service Administration



https://mchb.hrsa.gov/

HRSA’S VISION FOR THE NATIONAL CENTER

IMPROVING SYSTEMS OF CARE AND
OUTCOMES FOR MOTHERS, INFANTS,
CHILDREN, AND FAMILIES

Assist state and community programs in:

e Understanding how CDR and FIMR reviews can be used to
address issues related to adverse maternal, infant, child, and
adolescent outcomes

* Improving the quality and effectiveness of CDR/FIMR processes

* Increasing the availability and use of data to inform prevention

efforts and for national dissemination



PRESENTATION GOALS

Value of the parental/family interview

Hear from an experienced FIMR site the value of
interviews for understanding and acting on

community issues related to fetal and infant
mortality.

Stories from the Field

Hear the first-person story of a mother who
participated in a Home Interview

Resources

Learn how to better support and assist families
after an infant loss



SPEAKERS

Teri Conard, MS, BSN, RN

FIMR Coordinator

Marion County Public Health Department,

Indianapolis, IN



SPEAKERS

Megan Williams, Jameson’s Mother

In 2012, Megan Williams experienced the tragic death of her son,
Jameson. Megan has been a frequent speaker and advocate for
mothers and families who have experienced a loss, and has
participated in the Walk to Remember, a national event dedicated
to babies who die each year through miscarriage, ectopic
pregnancy, stillbirth or newborn death. Megan and her 3 % year

old daughter, Briley, now live in Indiana.












Indianapolis Healthy Babies Fetal Infant Mortality
Review (IHB-FIMR) Program

“The mission of FIMR is to tell the stories of
mothers whose infants represent the fetal & infant
mortality rates in Marion County by “painting the
faces behind the numbers” through studying fetal
and infant death information, listening to the
mothers and protecting their privacy, with the goal
of improving maternal child services and infant
mortality through community partnerships.”



“Maybe Stories are just data with a soul.”
Brene Brown

Objectives:
 Overview of home interviews in IHB-FIMR History

- Showing the value of the home interview in the review of fetal and infant mortality
cases

- Examples of ways to share qualitative data in FIMR presentations

- Painting the faces behind the numbers.



Data Gathering:

Medical record, stillbirth
assessment, Marion
County coroner’s office
report, maternal
interview

Changes in
community systems
and improved birth
outcomes

Community Action:

Integration of public
health strategies into
community driven action

Case Review:

Fetal and infant death
case review by multi-
disciplinary FIMR team

Interview.:

Provide interconception care to
women with a fetal or infant loss

Facilitate community referrals to
reduce risks and help prevent future
adverse pregnancy outcomes

Provide bereavement support

Provide a platform for family voices to
be heard







Indianapolis Healthy Babies Fetal Infant Mortality Review
Program (IHB-FIMR)

Indiana FIMR Program- Indiana State Department of Health

IHB-FIMR is in the MCPHD Maternal Child Health Department
Dr. Virginia Caine, M.D. MCPHD Director

Yvonne Beasley MSN, RN MCH & Indianapolis Healthy Start
Director

Indianapolis Healthy Start

 WIC Program

« Beds & Britches Etc. (B.A.B.E.)

e Community Nutrition

 Indianapolis Healthy Babies Consortium

 IHB-FIMR Program



The Family Perspective, the home interview

“What is most painful for me is
my empty, aching arms.”

As a component of the Marion County FIMR Project, 63 mothers who
experienced a fetal or infant death agreed to be interviewed. Case
reviewers often remarked that the mother’s interview gave the most
valuable information about what gaps exist in services. From the
interview, we saw the mother’s perspective on social and personal
factors that may have affected the pregnancy. We gained insight on the
personal impact of the loss, the circumstances of the infant's death,
what services helped her the most, and her perception of what
services she needed but did not receive.

Source: HEALTHY BABIES in the NEW MILLENNIUM, Marion County Public Health Dept. 1999



IHB-FIMR Program Process

DATA Gathering:

Case Referrals: Fetal and Infant deaths 23 weeks gestation and/or 500 grams
birthweight

Resident of Marion County

Review all Indianapolis Healthy Start cases and all Sudden Unexpected Infant
Death cases.

FIMR Nurse Staffing:

Full time FIMR Nurse Coordinator

Full time FIMR Nurse

Two Part time FIMR Nurses who work 60 hours per month

All staff have Public Health Nurse backgrounds

Each staff nurse has RTS Bereavement training.

Each staff nurse both abstracts and does the interview for assigned cases.

Types of Interviews:
1) Phone 2) Family Interview Surveys 3) Home



Strategic Actions to Improve

Birth Outcomes Iin Marion _

County, Indiana




IHB-FIMR STAFF

—



Community Action Team-Community Action Network (CAT-CAN)
Organizational Chart

Improve Marion County Maternal Health & Fetal and Infant Mortality

Focus: Marion County Target Zip Codes

Safe Sleep (SS)
SS Work Group Leader: Dr. Nancy Swigonski

Optimal Maternal Health (OMH)

OMH Work Group Leader: Dr. Mary Pell Abernathy :
Population Groups: Grandparents, Men, Moms, & Youth

Community Action Team- Community Action Network
CAT-CAN Facilitator: Jack Turman, Jr. PhD

Indianapolis Healthy Babies- Fetal Infant Mortality Review (IHB-FIMR) Program

Quality Improvement Process

MCPHD Maternal Child Health

Marion County Public Health Department (MCPHD)




The FIMR interview is unique among other case review processes.

Families are invited to share their experiences before, during and after the
pregnancy with a FIMR staff member through a home/phone interview or via a
written survey.

The interview is not only an opportunity for parents to tell their story, but it is also
chance for FIMR staff to facilitate bereavement support and connect the family
with needed resources in the community.

The interview is presented to the FIMR review team so providers can learn about
the pregnancy through the families' perspective.



TARGET ZIP CODES IN MARION COUNTY, IN FOR INFANT MORTALITY





















This select group of maternal quotes from interviews from 2006 through 2010
demonstrate how maternal voices enrich our understanding of the social and
environmental barriers preventing optimal birth outcomes in Marion County, IN

Source: MATERNAL VOICES: Identifying Social and Environmental Factors
Contributing to Prematurity. IHB-FIMR 2006-2010



“...1didn’t want to get pregnant again so soon; | guess | was so stressed out [after
the first baby died in NICU]. | was on birth control pills when | got pregnant but |
guess they didn’t work. | was really sick with bronchitis and then discovered | was
pregnant again ... Now | have a prescription for pills, but | don’t need them now. |
don’t have the money to get them anyway ... The baby’s father is not around
anymore. The store fired me from my job when the doctor sent the note during the
second pregnancy that | couldn’t work. | think this is discrimination. They wouldn’t
give me a reference for the job | had and that makes it worse. So I have no job and

no babies ... ”
African American, single, 26 years old, unemployed with 13 years of education
Infant: extreme prematurity

Source: MATERNAL VOICES: Identifying Social and Environmental Factors
Contributing to Prematurity. IHB-FIMR 2006-2010



“There were times | couldn't afford a place to stay. | was evicted from my home.
| didn't talk to a health care provider about family planning and | wasn't using
birth control or taking folic acid three months before | became pregnant. | had
trouble getting birth control because I didn't have any insurance. | was 12 - 15
weeks pregnant when | first thought | was pregnant and found out from a
pregnancy test done in ER. [After]The doctor talked to me about birth control.

I'm not using any birth control because | can't pay for it.”

White, single, 27 years old, unemployed with an 11th grade education
Infant: diaphragmatic hernia, 2612 grams

Source: MATERNAL VOICES: Identifying Social and Environmental
Factors Contributing to Prematurity. IHB-FIMR 2006-2010



... We rent this two-bedroom Section 8 apartment. We have mold all over. The rain comes in the
windows and the toilet overflows sometimes. We got roaches coming out of the vents. The
whole place has roaches. They [owners] have sent in exterminators. They say the mold and
roaches are my fault. They are trying to evict me. My two-year-old has asthma and my 5-year-
old has chronic lung disease, so | need to get this place cleaned up or move ... | have been
diabetic since | was 14 and on insulin since | was 19. | have a meter now, but don’t test very
often. It hurts to stick myself. When | stick myself here [heels of hands] my hands get numb, so |
won’t do it. | think | weigh 230 Ibs. now [5’6, BMI 37.6]. | didn’t gain much weight with her, so
not much to lose. | had blackouts with my first pregnancy, blood sugar problems. | believe they
[hospital staff] killed both my babies ... [Since the death] | stopped taking my Zoloft, it makes me
sleepy. My fiancé left me. I’'m facing eviction ... somebody turned me in for child abuse, which |
have never done. | can’t sleep. I’m a nervous wreck. | have no closure. I've got a lot of rage
against everyone ... ”

— African American, single, 25 years old, employed, 10 years of education
Infant: pulmonary hypoplasia, 1406 grams

Source: MATERNAL VOICES: Identifying Social and Environmental Factors
Contributing to Prematurity. IHB-FIMR 2006-2010



“... I was sexually abused by a cousin when | was 3 years old until 11 years old. |
tried to commit suicide and got counseling to help. My father was an alcoholic and
my family and | were subjected to mental and verbal abuse ... | didn't work during
my pregnancy and my husband hasn't worked since July. It causes a lot of tension
and financial problems for us. We're going to have to move soon because we can't
afford the rent now. We get food stamps and social security for my son for his
health problem and me, for post-traumatic stress. | smoked cigarettes while | was
pregnant because of the stress ... | have trouble with my pregnancies because my
diabetes goes way out of control when I'm pregnant. | didn't get any teaching
during my prenatal visits. My Endocrinologist told me | shouldn't have any more
children. | became pregnant soon after and lost that pregnancy three and a half
weeks ago. | was on a new birth control pill for a week and got pregnant because

we were to use a condom and my husband doesn't like using them.” Hispanic, married,
31 years old, unemployed, 13 years of education ¢ Infant: renal agenesis, 936 grams

Source: MATERNAL VOICES: Identifying Social and Environmental
Factors Contributing to Prematurity. IHB-FIMR 2006-2010



Common themes identified through interview data include:

e Barriers to patient compliance with and comprehension of chronic disease
management.

* The effect of social and economic insecurity on maternal mental health and
implications for motherhood.

e The impact of mental health disorders on functionality and motherhood.

e Obstacles to securing safe, healthy and affordable housing.

 The economic, emotional and biological impact of being unemployed and
uninsured/underinsured.

Source: MATERNAL VOICES: Identifying Social and Environmental
Factors Contributing to Prematurity. IHB-FIMR 2006-2010



Resulting FIMR recommendations and interventions:

Recommendations:

* Ongoing evaluation and improvement of social services at the local level.

e Advocacy for policy change at the local and national level.

* Increase recognition of maternal mental health issues and improve resources
available to women with mental health issues.

* Increase awareness and education about the reproductive life course.

* Increase provider knowledge of available community resources.

Source: MATERNAL VOICES: Identifying Social and Environmental
Factors Contributing to Prematurity. IHB-FIMR 2006-2010



Interventions:

1.In the coming year, the Marion County FIMR program will focus prematurity

prevention efforts on addressing interconception health management, in an effort to

reduce the number of unplanned pregnancies and increase the well being of mothers
prior to pregnancy.

e As afirst step, with the support of the March of Dimes, FIMR staff will provide
mothers with an educational guide for subsequent pregnancies (“When you want to
try again” March of Dimes, 2010), to encourage delivery of full-term
healthy infants.

e Additionally, FIMR wants to ensure that local providers, and their patients, have
access o the most up-to-date information on services available to women and
children in Marion County. Brochures on the Mother Baby Healthline were mailed
to all provider office managers. Up to date information on MCH and community
resources are available through the Healthline.






PROBLEM

Providing interconception care to women following a perinatal loss

is an ongoing challenge for healthcare providers in Marion County, IN (Indianapolis).
Women who have experienced a perinatal loss are more likely to experience another poor
birth outcome.

Interconception case is a top Perinatal Periods of Risk (PPOR) defined Action Area for
strategies to improve birth outcomes.

There is an urgent need to create innovative strategies to identify, connect, and address
the interconception needs of these women prior
to their next pregnancy.

Source: EXPANDING INTERCONCEPTION CARE THROUGH THE
FETAL INFANT MORTALITY REVIEW (FIMR) PROGRAM MODEL, 2013



NEED Interconceptual Risk Factors for FIMR Cases
2009-2012 (N=283)

IHB-FIMR mothers experienced:

Life course perspective risk factors (37%)

Pre-existing Medical Condition prior to pregnancy (62%)
Pre-pregnancy BMI of 30 or greater (38%)

Previous History of preterm or very low birth weight baby (44%)
Previous History of fetal or infant loss prior to their recent loss (31%)
Unintended pregnancies (33%) or intention not documented (36%)
STD or other infection during pregnancy (53%)

Substance abuse use issue (33%) Tobacco was highest.

Not returning to their 6 week postpartum appointment (41%)
Insurance source as Medicaid (70%)

Source: EXPANDING INTERCONCEPTION CARE THROUGH THE
FETAL INFANT MORTALITY REVIEW (FIMR) PROGRAM MODEL, 2013



Interconception care: FIMR Interviews (147/283)

The FIMR Home Interview provides multiple avenues of support

For mothers after a fetal or infant loss. Of the many support

services, interconception care is of primary importance. The FIMR Nurse facilitates
discussion about the loss and through this discussion encourages mothers to report
ongoing concerns and unmet needs. In this way, the FIMR nurse is in a unique position to
engage moms in a discussion about their own self-identified needs. This life course
approach encourages trust between the nurse and grieving mom and promotes a client-
centered approach to interconception care that not only addresses medical needs, but
also social and economic.

Referrals can be made for ongoing care.

Source: EXPANDING INTERCONCEPTION CARE THROUGH THE
FETAL INFANT MORTALITY REVIEW (FIMR) PROGRAM MODEL, 2013



Overcoming Barriers to Obtaining Interviews

e Locating parents/families:

Address verifications

Incorporate multiple tactics
including: Letter, phone calls, in
person home visits

Make 3 attempts to contact family
Use of translation services.

e Mental health:

Allow parents to dictate nature of
discussion

Start simple and establish trust

Try to verify basics like presence of
a medical home

Refer to mental health counseling,
reconnect with hospital
bereavement support, Social
worker

Provide contact information for
future needs

e Already pregnant

* Access circumstances of
prior loss, if client willing

* |dentify ongoing social and
health neegs

e Evaluate current prenatal
care plan

* Refer to appropriate
community services i.e. care
coordination



* Education, Education, Education

* “They wanted me to take a medication for my diabetes, but | didn't like it because | didn't want to take anything that
would hurt my baby...”

* “I have diabetes since | was 15 years old and take insulin. | take two types of insulin, my diabetes is always under control.”
(HA1C 10.7)

* “l don't have any medical or mental health problems.”

* “l'don't know about my diabetes status. | had it during my pregnancy. Diabetes is in my family; an aunt, and my
grandmother. | don’t know if | have diabetes now.”

* “Diabetes is so prevalent and common that it has lost it’s impact.” CRT

IHB-FIMR Recommendations



THANKS TO THE INDIANAPOLIS HEALTHY BABIES
FIMR CASE REVIEW TEAM AND

COMMUNITY ACTION TEAM/COMMUNITY ACTION NETWORK!

THANKS TO IHB-FIMR STAFF FOR THEIR DEDICATION IN WORKING TO OBTAIN Family
INTERVIEWS

SPECIAL SHOUT OUT TO ANNE LISE MUSSELMAN,FORMER FIMR NURSE, FOR HER
CONTRIBUTION TO ANALYSIS OF THESE CASES.

SPECIAL THANKS TO ALL Parents/Families WHO SHARED THEIR
BABIES’ STORIES WITH US THROUGH HOME, PHONE AND SURVEY.

Teri Conard MS BSN RN
IHB-FIMR Coordinator


mailto:tconard@marionhealth.org

Born to do this work:
One interviewer’s story

Kristin L. Koyne Joyce, BA

Senior Social Worker
Family Interviewer
Fetal and Infant Mortality Review Program,

Delaware




QUESTIONS

WHAT ADDITIONAL INFORMATION WOULD BE HELPFUL?

o USE THE QUESTION AND ANSWER BOX 0 UNANWSERED QUESTIONS
The box is located at the bottom of the screen All unanswered questions will be answered and

posted on the National Center’s website (URL:

)


http://www.ncfrp.org/

EVALUATION

https://www.surveymonkey.com/r/B7VZVWC



“..Interviews are hard to get but they are most beneficial to
understanding the death of the infant. Stories are data with a
soul.”

https://www.ncfrp.org/wp-
content/uploads/FIMR_Parental_Interview_Guidance.pdf

National Center GUIDANCE REPORT




CONTACT INFORMATION

Q 25 Jalli7 ek, SUIES 120 D Phone: 800-656-2434 @ info@ncfrp.com www.ncfrp.org

Okemos, M| 48864



mailto:name@email.com
http://www.website.org/

THANK YOU FOR YOUR TIME!

www.ncfrp.com



http://www.website.com/
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