











Onlline

General

www.marchofdimes.com
www.marchofdimes.com/prematurity/index_nicu.asp (scroll down)
www.preemieparenting.com
www.parentingpreemies.com

www.parents.com

www.rmhctopeka.org

www.prematurity.org

www.preemiestoday.org

www.preemie-l.org
www.squidoo.com/marchofdimes/mybabysinthenicu

Mulitples
www.tripletconnection.org
www.twinsmagazine.com

Military

www.daads.com
www.nmfa.org
www.4militaryfamilies.com

Baby Blues & Post Partum Depression
Www.postpartum.org
www.postpartum.net

Post Discharge

www.childrensdisabilities.info

www.familyvoices.org

www.reflux.org

Pediatric/ Adolescent Gastroesophogeal Reflux Association (PAGER)
www.ropard.org

The Association of Retinopathy of Prematurity and Related Diseases (ROPARD)
www.asha.org

American Speech-Language-Hearing Association
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Locall: Topeka,

Family Service and Guidance Center (FSGC)
325 SSW. FIAZI€T....veiiiicieeeececececeee e (785) 232-5005

Mental health services for children and their families, www.fsgctopeka.com

Kansas Children's Service League (KCSL)
3545 S ST (785) 274-3100

Counseling, flex funds, Health Families program, parent education for families, www.kcsl.org

Regional Alcohol and Drug Assessment Center
SO0 S.W. Van Buren.........cccccoovvviiniininiiniiiiiicccnes (800) 281-0029

Assessment and referral services, case management and education for those with substance use issues,
www.hradac.com

Ronald McDonald House of Topeka
825 S.W. Buchanan St. ........cccovveviieeiiieceece e (785) 235-6852

Lodging for out of town families, www.rmhc.com

Shawnee County Family Resource Center
400 S.W. OaKIEY.....c.oovvviiiiiiiiiicicece (785) 354-8902

United Way collaboration of several community agencies, www.frc.kcsl.org

Shawnee County Health Agency
1615 S.W. 8th AVe. .o, (785) 368-2000

Health Care services, education for families, www.co.shawnee.ks.us/HA/

Social and Rehabilitation Services (SRS)
500 S.W. Van Buren Ave. ........cccceeeeieeiieeeiieeceeeee e (785) 296-2500

Financial and other support for families, www.srskansas.org

Successful Connections (formerly Success by Six)
400 S.W. Oakley AVe. ..o (785) 357-4763

Assessment and referral services to young families

TARC, Inc.
2701 S.W. Randolph Ave. ........cccoecvvieiiiiiiiiiicicncncnienens (785) 232-0597

Services for those with developmental and other disabilities, www.tarcinc.org

Valeo Behavioral Healthcare
330 S.W. OaKIeY AVE. ...c.eeiiiiiiiiienierierieneseeesese e (785) 234-3300

Mental health services for adults, www.valeotopeka.org

Women, Infants, and Children (WIC)
1615 SSW. 8th AVe. ..o (785) 368-2170

Nutrition education, supplemental foods, health care referrals for women and children up to age five
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Local: Fort Riley

Post Information...............cccceeevveenieennnnnne (785) 239-3911
Family Advocacy Program........................ (785) 239-9435
New Parent Support Program................... (785) 239-9435
Family Support Group..........ccccecevvevennnes (785) 239-9438
Mental Health Services.............cc..ccuvenee. (785) 239-7208
JAG Office.......ooeveiriiciicincceecee (785) 239-3117
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Book&

Parenting Your Premature Baby and Child: The Emotional Journey
by Deborah L. Davis and Mara Tesler Stein

The Preemie Parents’ Companion: The Essential Guide to Caring for Your Premature Baby
in the Hospital, at Home, and Through the First Years
by Susan L. Madden

Your Premature Baby and Child: Helpful Answers and Advice for Parents
by Amy E. Tracy, Dianne I. Maroney

Preemies: The Essential Guide for Parents of Premature Babies
by Dana Wechsler Linden, Emma Trenti Paroli, Mia Wechsler Doron M.D.

Your Premature Baby: The First Five Years
by Nikki Bradford

Newborn Intensive Care: What Every Parent Needs to Know
by Jeanette Zaichkin (Editor)

Special Children, Challenged Parents: The Struggles and Rewards of Raising a Child With a
Disability
by Robert A. Naseef

Pediatric Massage: For the Child With Special Needs
by Kathy Fleming Drehobl, Mary Gengler Fuhr

Breast Feeding Your Premature Baby
by Gwen Gotsch

Twins, Triplets, and More: Lifesaving Techniques and Advice for Surviving Life With

Multiples
by Pamela Fierro
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g &Wh/g 06 5%6 (Source: www.marchofdimes.org)

Discharge Nurse: A discharge nurse is in charge of ensuring all follow up appointments, services, and
education have been completed before families leave the unit.

Neonatologist: A pediatrician (children’s doctor) with advanced training in the care of sick newborns.
The neonatologist is in charge of the NIC is sometimes called the attending doctor. There may be several
neonatologists in the NIC.

Neonatal Nurse Practitioner: A registered nurse with advanced education (usually a master’s degree) and
specialized training working with premature and sick newborns. He or she works under the direction of the
neonatologist, can perform many procedures, and helps direct your baby’s care.

Nurse Case Manager: The nurse case manager assists in discharge planning and helps you make any special
arrangements you may need for your baby’s discharge and follow-up care.

Occupational and physical therapists: Health professionals who help evaluate how a baby moves and how
any movement problems may affect milestones like sitting, rolling over or walking. They aim to improve
muscle strength and coordination. The therapist focuses on fine motor (movement) skills, such as grasping as
well gross motor (movement) skills, such as range of motion of the legs.

Ophthalmologist: Eye doctor.
Patient Care Technician: Patient care technicians assist the medical team with tasks related to your baby's care.

Registered Dietitian (RD): An expert in nutrition with a four-year college degree. RDs have passed a national
examination administered by the Commission on Dietetic Registration. Registered dietitians who work in the
NICU also have had additional training in nutrition for children. These health professionals work with the
neonatologists and nurses to help make sure your baby is getting all the nutrients she needs for healthy growth.

Registered Nurse: A health professional who has passed a written examination after graduating from a college
or hospital nursing program. Registered nurses in NICUs have experience in caring for sick newborns.

Respiratory Therapist: A health professional trained to care for babies with breathing problems and the use of
medical equipment needed to care for these babies.

Social Worker: A professional specially trained to help you cope with the emotional aspects of your baby’s NIC
stay. The social worker can help you obtain the information you need from your baby’s doctors, provide you
with sources of information on your baby’s medical problems, and help you deal with financial difficulties and
stress.

Speech and Language Pathologist: A person trained in speech and language problems. He or she often works
with newborns in NICUs to help assist them with feeding problems.

Technicians: Staff members who perform specific procedures such as drawing blood, taking X-rays, and
ultrasounds.
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q &Whﬂg 06 N 9 C 7U'IMA/ (From www.marchofdimes.org, refer to website for comprehensive list)

Anemia: Fewer red blood cells than normal levels.

Apnea: Interruption in breathing that lasts 15 seconds or more.

Apnea monitor: Machine that detects interruptions in breathing.

Arteries: Blood vessels that carry oxygen to all parts of the body.

Asphyxia: Lack of oxygen.

Bililights: Blue fluorescent lights used to treat jaundice.

Bilirubin: A yellowish waste product formed when red blood cells break down.
Blood gases: Levels of oxygen and carbon dioxide in the blood.

Bradycardia: Slow heart rate.

Brainstem auditory evoked response test: Hearing test for newborns.

Bronchopulmonary dysplasia (BPD): Lung damage and scarring that occurs in some babies who were
treated with oxygen and mechanical ventilation for a prolonged period.

Cardiopulmonary monitor: Machine that tracks heart and breathing rates.
Catheter: A small, thin plastic tube through which fluids are given or removed from the body.

Central line: A small plastic tube that is placed in a large blood vessel near the heart, to deliver
intravenous feedings and medications. A central line can avoid many needle sticks for a baby, when long-
term care is needed.

Computed tomography (CT or CAT scan): Imaging technique that produces precise pictures of tissue
using a narrow beam of radiation and computers.

Congenital diaphragmatic hernia: Birth defect involving an opening in the diaphragm, the large muscle
that separates the chest and abdomen. Abdominal organs, such as the stomach and intestines, can move
through the opening into the chest, where they can crowd the lungs and interfere with their development.

C-PAP (continuous positive airway pressure): Air is delivered to a baby’s lungs through either small tubes
in the baby’s nose or through a tube that has been inserted into her windpipe. The tubes are attached to a
ventilator, which helps the baby breathe, but does not breathe for her.

Cyanosis: A blue or gray discoloration of the skin caused by insufficient oxygen.
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@@owmﬁ confinued

Echocardiogram: A specialized form of ultrasound examination that is used to study the heart.

Endotracheal tube: Small plastic tube that is inserted through a baby’s nose or mouth down into the
trachea (windpipe), usually connected to a ventilator.

Exchange transfusion: Special type of blood transfusion in which some of the baby’s blood is removed
and replaced with blood from a donor; sometimes used to treat severe jaundice.

Gastrostomy: Surgically created opening in the stomach, through which a baby can be fed.

Gavage feeding: Feeding through a flexible tube placed through the nose or mouth to the stomach or
intestines.

Group B streptococcus: Bacterial infection that a baby can contract as he passes through an infected birth
canal, sometimes resulting in further illness. Many cases can be prevented by screening and/or treating
infected women with antibiotics during labor and delivery.

High-frequency ventilation: Special form of mechanical ventilation, designed to help reduce
complications to delicate lungs.

Hyperglycemia: High blood sugar levels.
Hypoglycemia: Low blood sugar levels.

Incubator: Babies are placed in this clear plastic box that keeps them warm and protects them from germs
and noise.

Intrauterine growth restriction (IUGR): Term for babies who are smaller than they should be at their
gestational age.

Intravenous: Through a vein.
Intraventricular hemorrhage (IVH): Bleeding in the brain, which can occur in premature babies.

Jaundice: Yellowing of the skin and eyes due to accumulation of a waste product called bilirubin in the
blood.

Kangaroo care: Holding a baby with skin-to-skin contact.

Magnetic resonance imaging (MRI): Imaging technique that uses powerful magnets and computers to
produce a detailed picture of tissue.
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Q&)Mw\xg confinued

Mechanical ventilation: Using a ventilator to breathe for a very sick baby while her lungs recover.

Meconium aspiration syndrome: Breathing problems that occur when the fetus inhales meconium (fetal
stool) during labor and delivery. The stool usually is released shortly before or after birth.

Nasal cannula: Soft plastic tubing that goes around a baby’s head and under his nose, where there are
openings (prongs) to deliver oxygen.

Nasal prongs: Small plastic tubes that fit into or under a baby’s nose to deliver oxygen.
Necrotizing enterocolitis (NEC): Serious intestinal infection that can affect premature babies.
NICU: Neonatal (or newborn) intensive care unit.

Nitric oxide: A gas naturally produced by the body that can be given to help expand blood vessels;
sometimes used to treat babies with PPHN.

Patent ductus arteriosus (PDA): Heart problem that is seen most commonly in premature babies.

Persistent pulmonary hypertension of the newborn (PPHN): High blood pressure in the lungs, leading
to breathing problems, and reduced levels of oxygen in the blood.

Phototherapy: Treatment for jaundice, involving placing the baby under blue fluorescent lights,
sometimes called bililights.

Pneumothorax: When air from the baby’s lungs leaks out into the space between the baby’s lungs and
chest wall. While small leaks may cause no problems and require no treatment, larger leaks may cause
serious complications such as lung collapse and may need surgical repair.

Premature baby: Baby born before 37 completed weeks of pregnancy.

Pulse oximeter: Small device that uses a light sensor to help determine blood oxygen levels.

Radiant warmer: Open bed with overhead heating source to warm the baby.

Respiratory distress syndrome (RDS): Serious breathing problem affecting mainly premature babies.
Respiratory syncytial virus (RSV): A virus that causes a mild, cold-like illness in adults. In premature
babies or full-term babies with lung problems, it can cause serious illness, such as pneumonia. Some babies
may receive Synagis as preventative vaccine prior to discharge.

Retina: Lining at the rear of the eye that relays messages to the brain.
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Glossary confinued
Retinopathy of prematurity (ROP): Eye disorder sometimes seen in very premature babies, which can

lead to vision loss or blindness.

Rh disease: Blood incompatibility between the mother and fetus that causes destruction of fetal red blood
cells.

Sepsis: Widespread infection of the blood.
Surfactant: Detergent-like substance that keeps small air sacs in the lungs from collapsing.

Syndrome: A combination of signs and symptoms that, when present together, are associated with a
specific medical condition.

Tachycardia: Rapid heart rate.
Ultrasound: Imaging technique that uses sound waves to make a picture of tissue.

Umbilical catheter: Thin tube inserted into the belly button; used to draw blood or give fluids,
medication, nutrients or blood.

Vein: A blood vessel leading toward the heart.

Ventilator: Mechanical breathing machine, also called a respirator.

Leslie Carr, LMSW, developed this resource as a 2007-2008 Washburn University masters level student.
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