1. Prenatal Testing and Fetal Anomalies	 
Types of Procedures and their Uses
The medical care provided to a pregnant woman may include prenatal testing to provide information on the health of the developing baby. There are two types of prenatal tests. Screening tests assess the likelihood that the baby will be affected by a certain condition. Diagnostic tests confirm the presence (or absence) of a physical anomaly. (1) When a screening test indicates an increased risk for an anomaly, it may be followed by a diagnostic test. (2)
During the first trimester of a pregnancy two types of screening tests are commonly available. A maternal blood screen -- a test of the mother's blood — measures the level of pregnancy-associated plasma protein A (PAPP-A) and the hormone human chorionic gonadotropin (hCG), both of which are produced by the placenta. (3) An ultrasound, which creates a picture of the baby, is used to measure nuchal translucency, that is, the fluid collection between the spine and the skin of the nape of the baby's neck. (4) When the levels of PAPP-A are decreased, the levels of hCG are significantly increased, and the space at the baby's neck is larger than normal, there is an increased risk of the baby carrying a chromosomal defect such as Down syndrome (trisomy 21) or Edwards syndrome (trisomy 18). (5)
During the second trimester, maternal serum screening tests the mother's blood for levels of alpha-fetoprotein (AFP), a protein produced by fetal tissue; human chorionic gonadotropin (hCG),a hormone produced by the placenta; and unconjugated estriol (uE3), a form of estrogen produced by the fetus through metabolism (triple screen). The screening may also include testing for the level of inhibin A, a hormone produced by the placenta (quad screen). (6) Low levels of AFP and unconjugated estriol and high levels of inhibin A indicate an increased risk for Down syndrome. (7) When there is an increased risk for Edwards syndrome, unconjugated estriol and hCG levels are low and AFP levels can be variable. (8) Higher than usual amounts of AFP indicate an increased risk for neural tube defects (e.g., spina bifida, anencephaly). (9)
Cell-free DNA screening (cfDNA) is a maternal blood test which examines DNA released by cells from the placenta and which circulate in the mother's blood during pregnancy. (1o) This procedure can be performed during or after the tenth week of pregnancy. (11) It can indicate an increased risk for chromosomal disorders such as Down syndrome, Edwards syndrome, and Patau syndrome (trisomy 13) and for sex chromosome disorders such as Turner syndrome, Klinefelter syndrome, and XXX syndrome. (12)
Diagnostic tests include chorionic villus sampling and amniocentesis.
Chorionic villus sampling (CVS) takes a sample of tissue from the chorionic villi, tiny projections of placental tissue that look like fingers. (13) CVS is usually performed during the tenth to thirteenth weeks of pregnancy. (14) CVS is considered appropriate when the mother already has a child with a known genetic condition, there is a family history of a genetic condition, the mother is aged 35 or older on her due date, or screening tests have indicated an increased risk of a child having a genetic abnormality. (15) CVS is used to identify such conditions as Down syndrome, Edward syndrome, cystic fibrosis, sickle cell disease, and Tay-Sachs disease. (16) CVS testing is about 99% accurate (17); however, there are a few cases in
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which there is a discrepancy between the chromosomal makeup of the placenta and the fetus (confined placental mosaicism). (18)
Amniocentesis is "the removal of a small amount of fluid from the sac that surrounds a developing fetus using a needle and syringe." (19) Amniotic fluid can be tested to provide information about fetal health because "the fetus swallows and inhales amniotic fluid and releases it as urine" and, "during this circulation process, cells from various parts of the fetus's
body slough off into the fluid, and chemicals produced by the fetus are present as well." (20) Amniocentesis is typically performed between fifteen and twenty weeks of pregnancy. (21) It is
considered appropriate when the mother has had a previous child or pregnancy with a
chromosomal abnormality or genetic disorder; there is a family history of a specific genetic disorder; a parent has an inherited genetic disorder, or both parents have a known gene for an
inherited disorder; the mother is aged 35 or older on her due date; or screening tests have
indicated an increased risk of having a child with a genetic abnormality. (22) Amniocentesis can detect chromosomal abnormalities such as Down syndrome, Edwards syndrome, Patau syndrome, Klinefelter syndrome, and Turner syndrome; genetic diseases such as cystic fibrosis, muscular dystrophy, and Tay-Sachs; and neural tube defects such as spina bifida and anencephaly. (23) Amniocentesis is about 99.4% accurate. (24) Ultrasound is used to guide the
process of obtaining the amniotic fluid sample (25), and ultrasound may detect abnormalities not detected by amniocentesis such as cleft palate, cleft lip, club foot, or heart defects. (26)
Amniocentesis may also be used in the third trimester of pregnancy to check for Rh disease,
uterine infection, and fetal lung maturity when early delivery (either through induction or C-section) is being considered. (27)
During the second and third trimesters ultrasound may also be used to look at the fetal anatomy, to check the amount of amniotic fluid, to look at blood flow patterns, to check the placenta, and to check fetal growth. (28)
Other prenatal tests which are available include a fetal echocardiogram to check for heart defects (29), a fetal MRI to provide information about anatomic structures (30), and fetal blood sampling. (31)
Moral Assessment
According to the Ethical and Religious Directives for Catholic Health Care Services, prenatal testing is morally permissible under the following conditions:
·	The procedure does not threaten the life or physical integrity of the unborn child or the mother and does not subject them to disproportionate risks.
·	The test can provide information to guide preventative care for the mother or prenatal or postnatal care for the child.
·	The parents, or at least the mother, give free and informed consent to the testing. (32)
On the other hand, prenatal testing is not morally permissible when undertaken with the intention of aborting a baby with an anomaly. (33)
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These stipulations will be further explored in what follows.
Risks and Benefits of Prenatal Testing
Maternal blood tests and ultrasound are considered safe procedures. (34) There are some risks involved with the invasive procedures of chorionic villus sampling (CVS) and amniocentesis.
Chorionic villus sampling carries a risk of cramping, bleeding, leaking of amniotic fluid, and infection. (35) CVS has a 1 in 300 to 1 in 500 risk of causing a miscarriage. (36) In rare cases, CVS can cause limb defects in infants. (37)
Mayo Clinic has provided a detailed description of risks involved with amniocentesis:
·	Leaking amniotic fluid. Rarely, amniotic fluid leaks through the vagina after amniocentesis. However, in most cases the amount of fluid lost is small and stops within one week, and the pregnancy is likely to continue normally.
·	Miscarriage. Second-trimester amniocentesis carries a slight risk of miscarriage — about 0.1 to 0.3 percent. Research suggests that the risk of pregnancy loss is higher for amniocentesis done before 15 weeks of pregnancy.
·	Needle injury. During amniocentesis, the baby might move an arm or leg into the path of the needle. Serious needle injuries are rare, however.
·	Rh sensitization. Rarely, amniocentesis might cause the baby's blood cells to enter the mother's blood stream. If the mother has Rh negative blood and has not developed antibodies to Rh positive blood, she will be given an injection of a blood product called Rh immune globulin after amniocentesis. This will prevent her body from producing Rh antibodies that can cross the placenta and damage the baby's red blood cells. A blood test can detect if the mother has begun to produce antibodies.
·	Infection. Very rarely, amniocentesis might trigger a uterine infection.
·	Infection transmission. If the mother has an infection — such as hepatitis C. toxosplasmosis or HIV/AIDS — the infection might be transferred to the baby during amniocentesis. (38)
On the other hand, there are benefits which prenatal testing can provide. Prenatal testing can assure parents and health care providers that the baby's development is proceeding normally. If prenatal testing indicates an anomaly in the developing baby, this information provides parents with the opportunity to learn more about the baby's condition and to prepare better for the care of the baby after birth. (39) It also allows plans to be made to give birth in a hospital that has the necessary equipment and personnel for any special care needed by the baby. (40) In some cases, prenatal therapies can be provided. For example, blood transfusion can be given to the baby while still in the womb (41) and shunts can be placed for bladder obstructions. (42) Or again, surgery can be done to correct heart defects and spina bifida before the baby is born. (43) In some cases, plans can be made for prompt postnatal treatment for the baby, such as finding a donor for a bone marrow transplant to treat Krabbe's leukodystrophy• (44)
The Ethical and Religious Directives for Catholic Health Care Services requires that prenatal testing not subject the mother or baby to "disproportionate risks." This can be understood in light of a comment on prenatal testing in the document Instruction on Respect for Human Life in its Origin and On the Dignity of Procreation from the Vatican Congregation for the Doctrine
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of the Faith: “If a degree of risk must be undertaken, it is justified by a truly urgent need for the diagnosis and by the importance of the results for the benefit of the unborn child." (45) For example, suppose that maternal serum screening indicates that the baby is at increased risk for spina bifida. This could be confirmed (or disconfirmed) through amniocentesis. One might judge that the risks of amniocentesis are outweighed by the potential benefit of prenatal surgery to correct spina bifida if the diagnosis is confirmed since "studies show that prenatal repair can offer significantly better results than traditional postnatal repair." (46) When a method of prenatal testing carries risks, it must be decided on a case-by-case basis whether the test's potential benefits for care of the baby (and/or mother) justify taking the risks.
Consenting to Testing
Before agreeing to a prenatal test, the mother/parents would do well to make sure they know:
·	the name of the test;
·	the reason for having the test;
·	what results to expect and what they mean;
·	the risks and benefits of the test;
·	possible side effects or complications of the test;
·	when and where the test is to take place;
·	who will do the test and that person's qualifications;
·	what would happen if the test is not administered;
·	any alternative tests that are available;
·	when and how the results of the test will be communicated;
·	who to contact after the test if there are questions or problems;
·	how much the test will cost. (47)
Termination vs. Continuation of Pregnancy
Even individuals who are generally opposed to abortion might find termination of pregnancy a tempting option when the baby in the womb is affected by an anomaly. (48) Such termination can take place either through standard methods of abortion or by induction of labor for no reason other than ending the pregnancy (49) (see this Handbook's chapter on Induction of Labor).
The worst case scenario faced by parents is when prenatal testing indicates that the baby is affected by a life-limiting condition. For example, anencephaly is a birth defect in which portions of the baby's brain and skull are missing. (50) About 75% of babies with anencephaly are stillborn and those who are born alive usually die within several hours, days, or weeks. (51) Another example is Patau syndrome (trisomy 13). About 90% of infants with this genetic disorder die in the first year of life, with the median life expectancy being 7 - 10 days. (52) Or again, about 50% of babies with Edwards syndrome (trisomy 1.8) are stillborn and, of those who survive, less than 10% live to reach their first birthday. (53)
4
Receiving the news that a baby may not survive very long is shocking, confusing, and devastating for parents. (54) A pastoral counselor working with parents in this kind of situation should encourage them to take some time to process their initial shock and grief before making a decision on how to proceed. (55)
In cases where the baby is likely to die anyway, it might seem that terminating the pregnancy would spare the mother the burden of continuing with the pregnancy and giving birth and spare the parents the trauma of waiting for the child to die. (56) However, research studies do not bear out a positive psychological outcome for parents of termination. According to a study from the Netherlands, termination of "an initially wanted pregnancy for fetal anomaly deeply affects parents" (57) and four months after termination of pregnancy 44% of them still suffer from depressing feelings or posttraumatic stress symptoms. (58) A study from Duke University found that, as a group, women who continued with their pregnancy following prenatal diagnosis of a life-limiting fetal anomaly "reported significantly less despair, avoidance and depression than women who terminated." (59) The study concluded that "there appears to be a psychological benefit to women to continue the pregnancy following prenatal diagnosis of a lethal fetal defect." (60) Another study of parents who continued their pregnancy found an "absence of regret" about this decision in 97.5% of the study participants. (61) The researchers reported that "parents valued the baby as a part of their family and had opportunities to love, hold, meet, and cherish their child" and that they "treasured the time together before and after the birth." (62)
A pastoral counselor should alert the parents to the availability of perinatal hospice and palliative care services:
Perinatal hospice and palliative care is an innovative and compassionate model of support for parents who choose to continue their pregnancies following a prenatal diagnosis indicating that their baby has a life-limiting condition and might die before or shortly after birth...
This support begins at the time of diagnosis, not just after the baby is born. It can be thought of as "hospice in the womb" (including birth planning, emotional support for the family, and preliminary medical decision-making before the baby is born) as well as more traditional hospice and palliative care at home after birth (if the baby lives longer than a few minutes or hours). It includes essential newborn care such as warmth, comfort and nutrition. Palliative care can also include medical treatments intended to improve the baby's life. This approach supports families through the rest of the pregnancy, through decision-making before and after birth, and through their grief. Perinatal hospice also enables families to make meaningful plans for the baby's life, birth, and death, honoring the baby as well as the baby's family. (63)
Perinatal hospice programs will offer parents numerous ideas for memory making during pregnancy and after delivery. (64) Such programs are "not about passively waiting for death" but "about actively embracing the brief, shining moment of this little life." (65)
Information about how to access perinatal hospice and palliative care services is given in the Appendix to this chapter. Parents may also find it helpful to learn the stories of parents who have chosen to continue a pregnancy in spite of a baby's life-limiting condition and found it a meaningful experience. Such video and printed resources are also included in the Appendix.
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As previously indicated, some fetal anomalies involve a real chance of the baby dying in utero before birth. Carrying a dead fetus for a period of time can cause medical complications for the mother such as the blood clotting disorder disseminated intravascular coagulation (DIC), bleeding, and infection. (66) Some might cite these potential health risks for the mother as justification for aborting the fetus when the fetal anomaly is diagnosed. However, in continuing the pregnancy the mother can be monitored for signs of fetal demise (67) and appropriate steps taken for expulsion of a dead fetus from the uterus. (68)
When a baby is born with a life-limiting condition, parents may well be faced with decisions about attempting certain medical treatments which sometimes succeed in prolonging the life of the child (and in some cases, for a significant period of time) or opting for comfort care only for their child. (69) (For guidance in making these difficult decisions, consult this Handbook's chapter Treatment Decisions for Seriously Ill Newborns.) Indeed, it should be noted that, in the examples given above of life-limiting conditions (viz., anencephaly, trisomy 13, trisomy 18), there is a probability (albeit a high one) of early death for the child but not 100% certitude. (70) This is another reason for continuing the pregnancy rather than terminating it.
Other parents may face a situation in which the baby will survive but prenatal testing has indicated that the child will have a disease, physical problem(s), or disabilities. In such cases, pastoral counselors should urge parents who are considering termination of the pregnancy to take time to become adequately informed about the condition, what it implies for day-to-day functioning, and support services which are available. (71) It may also be helpful for them to visit with individuals living with the condition (both adults and children) as well as their family members and/or read accounts written by them. (72)
When a child will be affected by a serious condition, parents might be tempted to abort the baby on the grounds of preventing a life of suffering for the child him/herself and thus an act in the best interests of the child. (73) However, it is important to keep in mind that the limitations and challenges experienced by the child do not constitute the totality of the person. The child may also have distinct abilities and traits that make life enjoyable for him or her, make for a worthwhile life, and enable contributions to society. (74) An example is Blaine Deatheradge-Newsome who was born with spina bifida, suffered paralysis from the armpits down, and was confined to a wheel chair. Nevertheless, he was an A student in high school and a national chess champion. (75) This is how Blaine has described his life:
I was born with spina bifida and hydrocephalus. I hear that when parents have a test and find out that their unborn child has spina bifida, in more than 95% of the cases they choose to have an abortion. I also went to an exhibit at the Oregon Museum of Science and Industry several years ago where the exhibit described a child born with spina bifida and hydrocephalus, and…asked people to vote on whether the child should live or die. I voted that the child should live, but when I voted, the child was losing by quite a few votes.
When these things happen, I get worried. I wonder if people are saying that they think the world would be a better place without me. I wonder if people just think the lives of people with disabilities are so full of misery and suffering that they think we would be better off dead. It's true that my life has suffering (especially when I'm having one of my eleven surgeries so far), but most of the time I am very happy and I like my life very much. My mom says she can't imagine the world6
without me, and she is convinced that everyone who has a chance to know me thinks that the world is a far better place because I'm in it. (76)
Some parents may feel pulled towards abortion because they believe that the added financial and emotional strains of raising a child with a disease, physical problem(s), or disabilities would cause suffering for the entire family unit. (77) However, having such a child does not necessarily cause an unhappy family life. Indeed, accounts from families with such a child indicate that the child can enrich the life of the family. As a study group from the Hastings Center noted: 
Families with children who are seriously ill or disabled often can find meaning and satisfaction in their lives, despite many obstacles. They are able to derive genuine joy from their children, as do other parents. They discover that their mutual commitment to the child has created an increased closeness among their members, 'involvement,' and personal growth. Siblings, by their own accounts, have become more sensitive and caring adults due to their experiences in helping to care for a seriously ill or disabled family member. (78)
In this regard, we share two testimonials. The first is from a mother:
I have learned, and grown, more since Dylan's birth than any other time in my life. You learn patience, and you get to witness miracles that you otherwise would have been too busy to have noticed...You learn acceptance, you realize you have been wrong to judge, and you learn that there is a thing called unconditional love. (79)
The second testimonial comes from a sibling, Megan, aged 17, speaking of her life with her brother who has Down syndrome:
Every day Andy teaches me to never give up. He knows he is different, but he doesn't focus on that. He doesn't give up and every time I see him having a hard time, I make myself work that much harder...I don't know what I would do without Andy. He changed my life...If I had not grown up with him, I would have less understanding, patience, and compassion for people. He shows us that anyone can do anything. (80)
In sum, it is important for parents to keep in mind that there are challenges as well as rewards in raising any child, and that the same holds true for children with diseases, physical problems, and disabilities.
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APPENDIX
Perinatal Hospice and Palliative Care
Services 
Note: Unfortunately, perinatal hospice and palliative care services are not available at all Catholic health care facilities. Hospitals and clinics which are not Catholic and which provide perinatal hospice and palliative care services may also present termination of the pregnancy as an option to parents. Pastoral counselors should make sure that parents are resolute in their decision not to terminate the pregnancy before referring them to an other-than-Catholic program, unless it is explicitly pro-life.
Blank Children's Hospital, UnityPoint Health
1212 Pleasant St., Suite 300 Des Moines, Iowa 50309
S.H.I.N.E program (515) 241-5750
This is a comprehensive program. Information is provided at https://blankchildrens.
org/shine.
MercyOne Des Moines
1111 6th Ave. Des Moines, Iowa 50314
Perinatal Hospice & Bereavement program (515) 358-3030
This program seems to focus on emotional and psychological support for the parents and family. Information is provided at htips://www.mercyone.org/desmoines/find-a-service-or-speciality/pregnancy-and-maternity-care/perinatal-hospice-and-bereavement.
Mayo Clinic
Rochester, MN
comPASS program (Comprehensive Pediatrics and Adolescent Support Services) (855) MAYO-KID (855) 629-6543
This program includes prenatal support services. -pediatric-adolescent-support-services." http://mayoclinic.org/departments-centers/childrens-center/overview/speciality-groups/compass-comprehensive--pediatric-adolescent-support-services.
Bridgehaven Pregnancy Support Center
4250 Glass Rd. NE, Suite 100 Cedar Rapids, IA 52402
Take Heart program (319) 364-8967
Services of this developing program include the opportunity to talk with someone who has had
a similar experience, the provision of ultrasounds, funeral and bereavement resources, and
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memory books and gifts to memorialize the child. Information is provided at https:// bridgehavencr.org/take-heart-perinatal-hospice. (NB: This center is pro-life but potential clients should be aware that, theologically, it operates from within the evangelical Christian
tradition.)
Stead Family Children's Hospital, University of Iowa
Pediatric Specialty Clinic 2400 John Colloton Pavilion 200 Hawkins Drive Iowa City, IA
52212
(319) 356-3050
This multidisciplinary program includes physicians in maternal-fetal medicine, neonatology, cardiology, perinatal palliative care and other subspecialities as needed, nurses, genetic counselors, and social workers. The Touching Hearts Program includes emotional support, mementos of the baby, and limited funeral planning assistance. Photography may also be arranged. Plans are in progress to develop a bereavement birthing suite. Some information is available at -and--palliative--care." http://uichildrens.org/medical-services/pediatric-pain--and--palliative--care.
Meriter Hospital, UnityPoint Health (partner of University of Wisconsin Hospitals and
Clinics)
202 S. Park Street Madison, WI 53715
Perinatal Palliative Care Program (608) 417-6667
This is a comprehensive program. Information is provided at http://unitypoint.org/
madison/perinatal-palliative-care-program.aspx
Alexandra's House
638 West 39th Terrace Kansas City, MO 64111
(816) 931-ALEX (2539) alexandrashouse.com/contact-us
This comprehensive program has "served people around the world." They state: "Do not let location hinder you in seeking our help." Information is provided at http://www.Alexandras House.com. Alexandra's House is pro-life. It was described in a paper presented at the conference "Yes to Life! Taking care of the precious gift of life in its frailness" held at the Vatican in 2019 under the sponsorship of the Dicastery for Laity, Family, and Life.
Resources 
perinatalhospice.org
Under the tab "Resources" are video testimonials by parents, birth planning information, a listing of online forums for parents, information about remembrance photography, a listing of parental memoirs and other helpful books, a listing of websites related to continuing a pregnancy, information about specific medical conditions, a section on perinatal bereavement, information on donation of organs, tissue, and cord blood, a section on funeral resources, and a section on available doula support. Also given is a listing of resources in Spanish.
Under the tab "Parent Voices" are written testimonials from parents.
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Isaiah's Promise http://isaiahspromise.net
This website includes video testimonials and a section of articles for fathers specifically.
Books
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Amy Kuebelbeck and Deborah L. Davis, A Gift of Time Continuing Your Pregnancy When Your Baby's Life Is Expected to Be Brief (Baltimore: Johns Hopkins University Press, 2011). This book walks parents step-by-step through the process of receiving the diagnosis of their baby's life-limiting condition, the decision to continue with the pregnancy, coping with the pregnancy, and making plans for the baby's birth and death. Perinatal hospice and palliative care is discussed. The book includes accounts of parents who have been through this experience and offers many practical suggestions for parents.

