NICU FAMILY SUPPPORT

March of Dimes Special Care for Babies and Their Families
March of Dimes Mission and History

The mission of the March of Dimes is to improve infant health by preventing birth defects, preventing premature birth (birth before 37 weeks) and preventing infant mortality.  Our mission has evolved many times over the years but still remains incredibly constant at its heart.  We stand for babies. . .all babies! We hope that they are all born healthy and are working steadfastly towards that day.  
The March of Dimes has been in the research and solutions business since its founding in 1938 by President Franklin Delano Roosevelt who was stricken by polio, a disease that few of us have to worry about now but was terrifying at that time.  On a hot day in the summer, people wouldn’t send their kids to the pool for fear that they may catch polio for which there was no known cure or cause.  It has funded research and scientists to find the cure for polio, prevent spina bifida, explore the causes of prematurity and understand the sources of genetic birth defects. 
With over 200 offices nationwide, including the District of Columbia and Puerto Rico, March of Dimes offers direct-to-consumer services and outreach programs, including the NICU Family Support Program.   
With a staff of volunteers and scientists, March of Dimes has created a range of information distributed through various delivery channels both high-tech and low-tech that women and professionals can utilize to ensure a healthy pregnancy and baby. 

March of Dimes knows federal policy change is a powerful tool to ensure healthy babies and has enacted many policy changes, most recently a bill calling for Public-Private Effort to Prevent Preterm Births (“The Preemie Bill”). With more than three million volunteers and over four million donors, March of Dimes is mobilized in the cause of helping babies start and live healthy lives. 

March of Dimes rebranded in January 2008 in order to more clearly communicate its mission and how the work it is doing benefits all babies. This change will help attract more donors, volunteers and corporate partners.  The first manifestation of this change was the rebranding of the premier event, WalkAmerica, to its new moniker of “March for Babies”!
The Prematurity Campaign will stay its course. Although the March of Dimes brand will be broader, the Prematurity Campaign will continue to be a lynchpin of the organization. Instead of standing strictly for prematurity, March of Dimes will be a champion for all babies – those born healthy and those that need help to survive and thrive. March of Dimes will continue to serve and to value all mission families who are a vital part of our future.
Program Overview
The March of Dimes (MOD) Neonatal Intensive Care Unit (NICU) Family Support program is founded on the philosophy of family-centered care.  The program seeks to provide information and comfort to families during the NICU hospitalization of their newborn, during the transition home, and support in the event of a newborn death.

Launched in 2001 at three pilot sites in Colorado, Ohio and South Carolina at some of the nation’s leading hospitals, the NICU Family Support project expanded to 42 hospitals in 2006.  By the end of this past year (2007), a site exists in all 50 states, Washington, DC and Puerto Rico with an expected reach of 30,000 families.  By the end of 2010, the project is expected to reach about 75,000 families per year in over 100 sites.  

Each NICU Family Support site is staffed by a part-time March of Dimes staff person, called a NICU Family Support Specialist (“Specialist”), with professional and/or personal NICU experience.  This Specialist interfaces with chapter staff, the hospital’s NICU staff and NICU families.  It is because of this local involvement that the Specialist is able to guide development and implementation of relevant, meaningful programs and services/employed by MOD.  The hospital provides office space in or near the unit, where the Specialist spends a majority of their time.  

NICU Family Support and Staff provide a reassuring presence, a caring voice, educational materials and educational materials and activities that heal, inspire and empower.  Families are given photos that capture babies’ “firsts” – first moments out of the incubator, first time parents hold their baby – and uplifting opportunities to create scrapbooks that preserve memories.  The support that families are given increases bonding, closeness and confidence for when it is time to take their baby home.
Key components of each March of Dimes NICU Family Support Site include the following:

· NICU Family Support Specialist

· Family-Staff Action Committee

· Parent Care Kit Distribution

· 2-3 Customized Programs (i.e. scrapbooking)

· Parent-to-Parent Support

· Professional Development

A pivotal aspect of March of Dimes NICU Family Support has been in its role of not only enhancing family-centered care within the NICU setting, but in growing and adapting the program through the active involvement of a Family-Staff Action Committee.  This group, comprised of NICU families (current and graduate) and NICU professionals are key in the selection, development and implementation of programs and services and work together to identify what is wonderfully supportive in the NICU and what needs to be created to better serve the needs of the facility.  
The Prematurity Campaign and the Role of the NICU Family Support 

The goals of the March of Dimes Prematurity Campaign are to raise awareness about prematurity and to decrease the incidence of pre-term birth.  For those parents whose baby comes early, prematurity becomes an unavoidable reality and so does the world of the Neonatal Intensive Care Unit (NICU).  The March of Dimes NICU Family Support was created to provide information and comfort to all of these families, regardless of the infant’s diagnosis or outcome and to provide information and comfort to this population of families and to other families who experience the hospitalization of their baby in a NICU.
Comprehensive Services

NICU Family Support is a comprehensive set of services, developed and launched to provide information and comfort to families during the NICU hospitalization of their newborn, during the transition home and support and counseling in the event of a newborn death.  NICU families receive information and materials about the NICU experience and have access to services that provide support within the NICU setting. 

Created by Families, for Families

Because NICU families know best what makes the NICU experience more comfortable, graduate NICU parents have been, and continue to be, at the center of the development and implementation of the materials, services and programs encompassed by NICU Family Support.  In each chapter site, a committee comprised primarily of graduate NICU family members guide the creation of the local NICU Family Support programs, based on demographics and need.  These parents come with diverse NICU experiences and ensure the sensitivity, value, and family-centered core of NICU Family Support. 

A Caring Professional at the Helm

Leading the NICU Family Support program is a dedicated NICU Family Support Specialist, a part-time March of Dimes employee who has professional training, education and experience as either a NICU social worker, neonatal nurse, developmental specialist, child life specialist, or educator.  The Specialist provides the compassionate link between the March of Dimes and NICU families.  S/he is the caring face and voice - the personal side - of the March of Dimes for families experiencing a birth crisis. The Specialist is a member of the supportive NICU team that aims to make the experience of the NICU family a more informed and gentle one.  

Family-Centered Care

Family-centered care is an approach to health care that ensures that patients and their families collaborate with health care providers in both care and decision making.  In pediatrics, family-centered care views the family as the child’s primary source of strength and support.  It requires that health care providers treat patients and families with dignity, respect and sensitivity and communicate in ways that are helpful and supportive.  Family-centered care is central to NICU Family Support and provides a fundamental set of principles that guide NICU Family Support's programs and services.

Professional Collaboration

NICU, obstetric and community professionals are essential to the development of NICU Family Support. Through committee participation, the contributions of nurses, nurse practitioners, neonatologists, social workers, chaplains/clergy, respiratory therapists, occupational and physical therapists, obstetricians, community pediatricians and other health care professionals ensure that NICU Family Support will be embraced by staff with diverse professional backgrounds.  The March of Dimes continues to collaborate with professionals to design programs that are ideally suited for the NICUs they serve.
Personal Support

While NICU Family Support provides informative and caring materials to NICU families, its service component is what makes it unique.  Under the guidance of the March of Dimes NICU Family Support Specialist, volunteers, often graduate NICU parents, provide support to families experiencing the stress of a NICU hospitalization.  For example, a graduate NICU parent may have a supportive discussion with a current NICU parent at a baby’s bedside, or a graduate NICU mother may take photographic keepsakes to give to a NICU family.  The NICU Family Support Specialist also provides services. For example, s/he may provide support to brothers and sisters of NICU babies in the form of sibling education about the NICU. 

What NICU Family Support Provides

· A part-time NICU Family Support Specialist (March of Dimes Staff Person) with professional NICU (or related) experience who will coordinate and implement NICU Family Support on-site in the NICU

· Opportunities for staff and families to participate on the March of Dimes Chapter NICU Action Committee (CNAC), a collaborative group that selects and develops which NICU Family Support programs, services, and activities to unfold and how to implement them

· Parent Care Kits and additional educational materials for every family with a baby hospitalized in the partnering NICU
· Two or more NICU Family Support modules (or programs)
Comprehensive programs that focus on a specific topic such as SIBLINGS, FATHERS, PHOTOGRAPHY, BEREAVEMENT, TRANSITION TO HOME, TRANSPORT, ANTEPARTUM, RURAL/OUT OF TOWN FAMILIES, LATINO FAMILIES.  Each program includes materials, keepsakes, direct service activities, staff education, and evaluation. The committee selects 2-3 programs to implement during the first year and more in subsequent years as feasible.
· Bimonthly NICU Family Support services and/or activities
Activities that are conducted with NICU families by the Specialist and/or NICU volunteers such as photo keepsakes, Parent Education Hour with educational guest speakers, scrap booking nights, sibling education, potluck dinners for families and other creative activities.
· Parent-to-parent support through March of Dimes volunteers
Graduate NICU parents and March of Dimes volunteers providing support to current NICU families at the bedside.
· Professional Development component for NICU staff

· Evaluation and Improvement Surveys
Other possibilities for program inclusion (depending on location):
· Bedside reading program (in partnership with Scholastic)
· NICU lending library (in partnership with Scholastic)
· NICU family reunion

What March of Dimes Requests of the NICU Family Support Hospital Site
March of Dimes asks a reasonable amount from the hospital in exchange for all the benefits that NICU Family Support provides.  Hospitals are our partners in making the programs successful and we rely on their active involvement.  We comply with all necessary laws and disclosures regarding confidentiality and access.
· Memo of Understanding
· Business Agreement.
· Inclusion of consent form in patient paperwork.  

· Identification of a primary point person in the NICU
· Telephone, computer, office space. 

Funding/Sponsorship of the Program
The March of Dimes relies on sustained funding from corporations and other donors for support of this very important program.  Because we don’t want to open a Program and then have to shutter it, we ask for multiple year funding in each location.  The cost of running this program is approximately $60,000 per site, per year.
Conclusion

The NICU Family Support program has thrived as it has filled an obvious need in the hospital setting.   It makes a much needed connection with the NICU family facing one of the most difficult experiences and transitions that they will ever face in their lives.  We wish that we could place a NICU Family Support Program in every top-level NICU in the country but, of course, financially, that is not feasible.  We are committed to placing Programs where we can sustain them for the long-term.  





















