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Breastfeeding a Baby with Down Syndrome

“Your baby has Down syndrome.”

These are not ¢asy words to hear. Parents soon discover that the hours and
days following a diagnosis of Down syndrome are filled with shock, grief,
and struggie. Whether the diagnosis is made after your baby is born or during
pregnancy through amniccentesis, you may grieve, worry, and wonder what
the future holds. As the days go by, you begin to learn more about Down
syndrome and share the news with family and friends. While the sadness may
seem overwhelming, at the same time you experience the joy of getting to
know and love your new baby. Breastfeeding, while challenging, is a
valuable part of this process.

Benefits of Breastfeeding

Breastfeeding is not only possible for a baby with Down syndrome, it
provides special benefits to both baby and mother. Human milk provides
superior nutrition, is easily digested, and provides immunities to infection.
Breastfed babies have fewer and less severe occurrences of respiratory
infections, ear infections, intestinal problems, and other common discases.

This is especially important for babies with Down syndrome since they are

prone to respiratory tract infections and bowel problems.

In addition to the benefits of human milk, the physical act of breastfeeding
encourages the development of babies with Down syndrome. Breastfeeding
guarantees frequent, regular skin-to-skin contact between a mother and her
baby. This sensory stimulation helps babies with Down syndrome to develop
their capabilitics more fully. The act of breastfeeding also benefits facial
muscle tone and improves mouth and tongue coordination.

For mothers, breastfeeding is something positive they can do for their babies.
Breastfeeding is a unique gift that only you can give your baby. Breastfeeding
provides the best start in life for any baby, and it teaches a mother how to
understand and respond to her baby's needs. Breastfeeding also stimulates the
release of hormones that not only maintain your milk supply, but also
encourage a calm feeling of warmth and attachment toward your baby.
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The early days of breastfeeding are a time for you and your baby to get to
know each other and learn to breastfeed effectively. Every nursing couple
must make some adjustments during this time because every baby is unique.
As you get acquainted with your baby, you will discover that babies with
Down syndrome have physical characteristics that may have an impact on
breastfeeding. While you probably will not encounter all of the challenges
discussed here, understanding your baby's particular needs will help you to
get breastfeeding off to a good start.

Positioning and Latch-On

In the first week or two of nursing, every mother should give careful
attention to how her baby is positioned at the breast and how he latches on.
‘This is especially true for mothers of babies with Down syndrome who may
have difficulties with breastfeeding in the early days. If your baby is not
taking the breast properly, he will get less mifk for his efforts and he will not

do an effective job of stimulating your milk supply. Improper positioning can

also cause sore nipples.

In order to draw the milk out and stimulate the breasts to produce more, your
baby needs to get a large mouthful of breast tissue. Hold him in a
comfortable position at the level of your nippie with his whole body facing
you, making sure he doesn't have to turn his head or strain to hold onto the
nipple. Support him with plenty of firm pillows so he doesn't slip below the
ievel of your nipple as your arm tires. Use your free hand to support your
breast in the C-hold-thumb on top, fingers underneath—well behind the
areola, the pigmented area around your nipple. Tickle the baby's lips lightly
with the nipple, and wait for him to open his mouth very wide, then pull him
in close to your breast with the nipple centred far back in his mouth. If the
process doesn't work the first time, be patient and try again.

Your baby is not the only one who needs to be comfortable and supported
during breastfeeding. You will spend a 1ot of time nursing your baby, so you
want to be sure not to tense your back and shounlders. Position yourself so
you can hold your baby close to your breast and relax without any of your
muscles straining. Pillows can help support your back, shoulders, and arms.
If you are sitting up, you may want to prop up your feet on a stool or low
table.

Signs of Effective Breastfeeding

You cannot actually see the milk going into your baby, but you can determine
whether or not she is nursing effectively. Here are some points to check:

* The baby has taken a good-sized mouthful of breast, so that her gums can
compress the milk sinuses that lie behind the nipple. The nipple is far back
in her mouth as she sucks. .

* Baby’s chin is pressed into the breast, and her nose may be lightly resting
on the breast. Baby’s lips are flanged outward.

» The baby’s tongue is cupped under the breast. You or a helper can see the
tongue by pulling down gently on the bottom lip. The tongue should be
visible between the breast and the baby’s gum.

» The baby should not come off the breast easily. You can break the suction
by pressing down on the breast near the baby’s mouth, pulling down on her
chin, or inserting a finger into the corner of her mouth.

When a baby is sucking effectively, the quick sucking at the beginning of the
feeding stimulates the mother’s let-down, or milk-ejection reflex. At this
point, the baby’s sucking rhythm changes, and you should hear her
swallowing after every one or two sucks. You should see active sucking and
hear swallowing for ten to twenty minutes in every feeding.

Low Muscle Tone

Since babies with Down syndrome often have low muscle tone, good head
support may be particularly important for your baby while he is breast-
feeding. The football hold allows you to support your baby’s head and gives
you a good view of his face so you can watch for latch-on and sucking
problems. In the football hold, your baby faces you while his body is tucked
under your arm along your side. His bottom rests on a pillow near your
elbow. Your hand supports his head and peck and guides him onto the nipple.
(Use a folded receiving blanket or small pillow to support your forearm and
wrist,) Applying gentle, steady pressure to the back of your baby’s head will
help him to suck well without tiring.

The cross-cradle hold also provides good head support. Hold your baby using
the arm opposite the breast at which he will feed (i.e., the right arm when
nursing at the left breast). Your hand supports his neck and head, and his
body extends along the length of your forearm. Support your breast with the
same-side hand. This position offers a good view of your baby at the breast

~and helps you to control and support both his head and body.
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A Mother's Story

Eliza Noel Grahnke was born at 1:10
AM on December 11, 1990, in a
planned home birth. Her father, Lon,
guided by the midwife's hands,
“caught” her and placed her in my
arms. Within minutes, her four-year-old
brother Kris, awake for the big event,
was bringing her toys—stuffed animals
and an assortment of trucks. She was
healthy, noisy, and beautiful.

Gwen with Eliza, one day old

Early the next afternoon, the midwife
returned for a foltow-up visit. She took
Lon and me into our bedroom and, while holding Eliza so tenderly, told us
she thought our daughter had Down syndrome. I though to myself, “This is
how it feels when your heart breaks.”

Doctor visits, blood tests, jaundice and jaundice treatment, an echo-
cardiogram, a heart defect, a trip to the pediatric cardiologist, medication,
tears, and lots and lots of talking—all these things, plus Christmas, filled the
next several wecks. And through it all T struggled to nurse Eliza. She needed
the best possible start in life—and I needed this one thing to be “normal.”
didn't cry when I was working on breastfeeding her.

Her tongue seemed to have a hump in it, a hill and the nipple had to get over
for her to latch on and nurse effectively. We did tongue exercises [the ones
described in this pamphlet], we used the cross-cradie hold, I swaddled her at
time, undressed her at others, tried to wake her, and struggled to feed her in
the middle of the night. I pumped after feedings and gave her the milk with
a cup. At iimes 1 pumped one breast while she nurses the other—she got more
milk this way with less effort.

By the time she was three weeks old, she had mastered the mechanics of
nursing, but she was still not gaining weight. Two weeks later, after about ten
days of heart medication, she finally posied a weight gain. I was ecstatic, as
was our family doctor, who had stood by my decision to breastfeed without
formula suppiements.

Eliza continued nursing but grew ever so slowly. She was remarkably healthy.*.

6

She had her share of colds, but none
serious, and didn't have an ear infection
until she was eight months old.

At nine months, the tests showed that the
hole in her heart had closed on its own,
something 1 had not even dared to hope for.
“Mother's milk!” said Lon, and I laughed.
(There are some things that even human
milk can't do.)

But 1 do think that the stress-free
environment Eliza experienced—not being
left to cry, all the carrying about in the
sling, lots of love and attention from her
family, snuggling in for breastfeeding—
allowed her body to heal and her spirit to soar. The less serious part of her
heart defect was corrected surgically a month later, and breastfeeding helped
us through that experience too. .

Eliza’s first birthday

Eliza is now six years old. She attends a special education kindergarien in the
morning; and goes to a regular junior kindergarten class in the afternoon. She
has friends in both places and is vehemently independent. She’s a chatterbox,
knows everybody's business, and loves her family—although this doesn't stop
her from fighting with her brothers, Kris, who is now ten, and Kurt, who is
moE. :

We worry and wonder about her future, but
worry and wonder are part a of a parent's job,
no matter what the child's capabilities. One of
our greatest concerns has always been that
Eliza be seen as an individual, as her own
self, not a syndrome, not a disability, not a
problem. But her sparkling, stubborn
personality pretty much takes care of that
concern! .

And the feeling that my heart was breaking?
That was only a temporary condition. Giving -
and receiving love heals broken hearts. Eliza

fixed mine. FEliza, six years old

L
Gwen Gotsch . Q
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Another way to help your baby nurse better is to use the “dancer hand”
position. -Support your breast with a C-hold (thumb on top, four fingers
underneath). Slide the hand supporting the breast forward, supporting the
breast with three rather than four fingers. Your index finger and thumb
should now be free in front of your nipple. Bend your index finger slightly
so it gently holds your baby's cheek on one side while the thumb holds the
other cheek. The index finger and thumb form a “U” with the baby's chin
resting on the bottom of the “U." The “dancer hand” position keeps the weight
of the breast off the baby's chin and helps him hold his head steady while
nursing.

The mother's let down, or milk ejection reflex, may cause some babies with
Jow muscle tone to gulp and choke. If this is a problem for your baby, try
nursing “uphill"—positioning him so that his neck and throat are higher than
your nipple. You can do this in several ways:

¢ Prop your baby up higher with an extra pillow and lean back slightly so
that your breast is angled upward.

s Lean back in a rocking chair with your feet on a pillow, stool, or low table
and your knees drawn up.

s Lie on your side with a folded bath towel under your baby so that his face
is angled slightly downward toward your nipple.

You can also hand express a little milk to stimulate your let-down before you
put your baby to the breast.

Tongue Thrust

Babies with Down syndrome may have a proiruding tongue that can push
against the nipple. A baby with a tongue thrust may push the nipple out of her
mouth or have difficulty latching on propetly. You may have sore nipples if
she is not laiching on correcily.

' When a baby is latched on properly, her tongue is cupped under the breast,

resting on her lower gum. Your baby may need some encouragement to keep
her tongue down while latching on. Try repeating the following exercise
several times before latching your baby onto the breast. (Make sure your

hands are clean and your nails are trimmed before doing this exercise.)

» Put an upturned index finger in your baby's mouth, pressing gently on her
tongue with the fingernail side.

o Leave your finger in that position for about thirty seconds while she sucks
on 1.

e Turn your finger over slowly so that the finger pad is on your baby's
tongue and push down on her tongue while graduaily pulling your finger
out of her mouth. : . ’

+

»

)

' Some babies with Down syndrome also have cardiac problems that requi

When you are latching your baby onto the breast, watch for her mouth to
open wide and with her tongue down. Positioning her so that her chin is
down may encourage her to drop her tongue and use it properly. Swaddle her
in a blanket to puil her head and shoulders toward her chest, or us¢ the
football hold with the baby positioned slightly above the breast.

Sleepiness

It is common for babies with Down syndrome to be very sleepy in the first
few weeks. On his own, your baby may not wake up often enough fo eat as
much as he needs to in order to establish your milk supply and get enough
milk. Encourage your baby to nurse about every two hours, or at least 8-12
times a day. (You can let him sleep one longer stretch at night.) It will be
easier to wake him when he is in a light sleep cycle. Watch for rapid eye
movements under his eyelids, arm or leg movements, or sucking motions.

Be creative in keeping your baby awake while he nurses. Make sure the room
is dim enough that your baby doesn't have to close his eyes against the light.
Undress him to his diaper if the room is warm. Try talking to him, changing
his diaper, or wiping bis face with a cool, damp cloth.

“Switch nursing” can also help to sustain the breastfeeding session. As soon
as your baby begins to lose interest in active sucking, take him off the breast
(being careful to break the suction first), rouse him, and offer the other side.
When his nursing slows down again, take him off again, rouse him, and go
back to the first side. Keep switching back and forth for a total of about
twenty minutes of active nursing before you let him go into a deep sleep.

Slow Weight Gain and Supplementing

Four ounces a week is considered adequate weight gain, but it is not unmsual
for a baby with Down syndrome to gain slowly even when she is receiving
enough nourishment. If she is not being given anything but your milk, a baby
who is getting enough to eat should have six to eight wet cloth diapers (five
to six disposables) and two to five bowel movements a day (beginning the
third day after birth). An older baby may have bowel movements less
frequently, but they should be plentiful. =

3z
thém to use extra energy and calories just to maintain adequate oﬁoﬁmmomt%
Although it was once thought that breastfeeding takes more energy then
bottle-feeding, current research indicates the opposite: breastfeeding is less
siressful and more energy-efficient than bottle-feeding.
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