
I. Re-thinking  what successful breastfeeding looks 
like 
Some flowers, like rare and exotic orchids, need the most perfectly controlled conditions to 
thrive. And others, like the dandelion, can grow just about anywhere. If we were to compare 
breastfeeding to a flower, it would be a dandelion, not an orchid.


But when I talk to other women about breastfeeding, I sometimes get the impression that 
breastfeeding is something they believe is only for a small set of moms and babies with the 
right circumstances, like growing a rare, exotic orchid. The picture of successful breastfeeding 
is thought to look like a mother who had an uncomplicated natural birth with one full-term baby 
who is in perfect health, the mother has large milk supply right away and she’s not taking any 
medications.

 

The reality is that breastfeeding is actually a dandelion: It can grow almost anywhere. 
Dandelions are one of the most common and hardiest plants in the world. They can live for 
several years and tolerate high winds, frost, partial shade and can be found in almost any 
sunny and moist environment from fields to mountains to lawns to highways and even cracks 
in sidewalks and roads. And like our highly adaptable friend the dandelion, women have 
adapted breastfeeding to almost every condition their babies are born into. If we hadn’t, the 
human race would have died out a long time ago. Breastfeeding is not some delicate 
procedure that can only thrive in a perfectly controlled environment like an exotic orchid in a 
greenhouse. It’s dandelion that can grow almost everywhere.


I think we need to start getting the message out that successful breastfeeding can be different. 
You can breastfeed even if your baby was preterm, you can breastfeed if you have multiples, 
you can breastfeed if you had a medicated birth or a cesarean or sometimes even with 
adoption. Successful breastfeeding can involve pumping, gavage feedings, obscure 
breastfeeding positions, milk storage, supply fluctuations, taking medications and a host of 
other variables. But they’re just variables, not roadblocks contraindications. Today I’d like to 
talk about another plot of earth where we can plant more figurative dandelion seeds and that is 
breastfeeding special needs babies.


II. Why this should be a priority 
Immunological benefits— Babies with special needs may have reduced immunity, they might 
be undergoing surgery or are in and out of lots of hospitals and doctors’ offices for 
appointments. There are around 1.7 million cases of health care-associated infections (HCAIs) 
every year in patients who were hospitalized to receive care for another condition. Of these 
patients with HCAI’s, about 98,000 die (Hakke, Sartelli, Kim, et .al., 2018). The more a baby is 
hospitalized and the longer the hospital stays, the more likely she is to develop a HCAI. Lots of 
clinic visits also have the potential to expose the baby to more viruses and bacteria as well. 
The good news? Babies who are breastfed have lower levels of antibiotic resistant bacteria in 
their guts, which lowers their risk for antibiotic resistant infections (Parnanen, Karkman, 
Hultman, et. al., 2018).


Adequate height and weight— One study found that babies with sickle cell disease who were 
exclusively breastfed for six months or more with later weaning had better height and weight 
markers than children who had not been breastfed or were breastfed for only a short period of 
time (Nogueira, Boa Sorte, de Queiroz Leite, et. al., 2015). 




Beneficence— This is an ethical principle meaning “it benefits the recipient”. Breastfeeding is 
beneficent because it makes a baby’s life better.  Even with a baby who isn’t expected to live 
long, reducing the risk of infections saves the baby from unnecessary suffering that results 
from catching an illness. It also enhances a baby’s quality of life through the release of 
oxytocin, which reduces stress.


Health benefits like obesity risk reduction—Certain conditions like spina bifida and Down 
syndrome carry an increased risk of obesity, which causes more health problems. For kids with 
spina bifida, this can cause increased mobility challenges as they get older. For children with 
heart defects, obesity can increase the chance of added heart problems like coronary heart 
disease and heart failure (Schwartz, Olsen, Woo, et. al., 2017).


III. A crash course on some birth defects and medical 
conditions… 
Down syndrome— A chromosomal disorder where an individual receives a full or partial extra 
copy of chromosome 21. Learning and developmental delays, low muscle tone and heart 
defects are common physical traits of Down syndrome.


Spina bifida— This occurs when the bottom end of the neural tube (early spine) doesn’t close. 
The baby will need surgery to close the lesion within 24 to 48 hours after birth. These babies 
often have an accompanying condition called hydrocephalus where the body can’t drain fluid 
from the brain, so they usually have a device called a ventriculoperitoneal (VP) shunt surgically 
placed soon after birth. These kids may have several surgeries for shunt revision, which is 
when the old shunt stops working and a new one has to be put in. A shunt can last anywhere 
from a few weeks to years, so a baby or toddler might have multiple shunt revisions.


Cleft lip/ cleft palate— This is when the palate or lip (and sometimes both) haven’t closed all 
the way. Cleft lip and cleft palate may occur in isolation or as part of another condition like 
Fragile X syndrome or Trisomy 13. A cleft lip might happen on only one side of the lip or on 
both.


Gastroschisis— This is when the baby’s intestines protrude outside of the abdomen through a 
hole beside the navel. These babies will undergo surgery very soon after birth to repair the 
defect, but they will often continue to have issues with feeding and digestion.


Cystic fibrosis— This is an inherited disorder where the baby’s body makes very thick, sticky 
mucus. These babies often have fragile immune systems, difficulty with digestion  and 
breathing problems. 


Sickle cell disease— Sickle disease is an inherited disorder where the blood cells are not 
properly formed. These babies often have trouble with adequate growth and weight and they 
might tire easily from anemia. They’re often more prone to infections as well.


IV. Getting inside the head of a mom of a special 
needs baby 
My son’s condition was undiagnosed, and in the first few minutes after his birth there was 
shock and disbelief. This can’t be happening to me. Why me? I had been terrified of having a 
baby with tongue-tie my whole pregnancy and I remember saying to the midwife that I was 



glad he didn’t have tongue-tie. At least we had that going for us. We returned home early the 
next morning empty handed and I felt like a failure. I got a few hours of sleep and then we were 
at the hospital for a conference with the spina bifida specialist, a neonatologist and a lactation 
consultant. 


By then, I was feeling a little more ready to get in the game. I had heard stories of people with 
disabilities overcoming all kinds of challenges and I thought, “OK, it’s my turn to help my son 
do that. Bring it on.” I was kind of hazy, but at one point the neonatologist and spina bifida 
specialist were telling us that having a child with spina bifida was going to be really challenging 
and they were listing out all the challenges and I just remember sitting there in my sleep 
deprived haze thinking, “There’s wheelchair basketball so he can play sports. And didn’t you 
people see that episode of Oprah where she interviewed Dana Reeve? Dana Reeve talked 
about what an incredible experience it was to have Christopher Reeve as her husband and he 
was a quadriplegic. Aren’t you all being a little over-dramatic?” I think they wanted me to be a 
little more hysterical and I just wasn’t living up to expectations. And my son doesn’t actually 
play wheelchair basketball. He hikes with crutches and rides bikes and horses. 


My husband struggled with it for a little while. His dad was diagnosed with multiple sclerosis 
and turned to heavy drinking to deal with it, and also became sedentary. My husband wanted 
our son to have the best life possible and he had this fear that CJ would some day turn into his 
dad. But we both really wanted to focus on what CJ could do and helping him be as healthy as 
possible. My husband channeled his fear into finding ways for CJ to be physically active. And 
that helped us look forward and start building a life with our new baby. This wasn’t what I had 
planned and life hasn’t been the same since. But I wouldn’t trade the experiences I’ve had for 
something easier.


There’s a really great short essay about the emotional process of grieving and acceptance that 
goes with having a special needs child. It was written by Emily Perl Kingsley in 1987 about her 
experience raising Jason, her son with Down Syndrome. The Kingsley’s were advised by 
doctors at the time to pretend that his birth never happened and institutionalize him. Instead 
they chose to raise him themselves. Jason appeared in several episodes of Sesame Street and 
in some other TV shows later on. He graduated from high school and a post-secondary 
institution for individuals with Down syndrome. Obviously, this little essay can’t encompass the 
full spectrum of experiences of parents who have a special needs child. And if you are from 
Holland or Italy, it doesn’t read the same as it does for Americans. But it really does capture 
many of the feelings of being a parent to a special needs child.


Welcome to Holland 
By Emily Perl Kingsley


When you’re going to have a baby, it’s like you’re planning a vacation to Italy. You’re all excited. 
You get a whole bunch of guidebooks, you learn a few phrases so you can get around, and 
then it comes time to pack your bags and head for the airport.


Only when you land, the stewardess says, ‘WELCOME TO HOLLAND.”


You look at one another in disbelief and shock, saying, “HOLLAND? WHAT ARE YOU TALKING 
ABOUT? I SIGNED UP FOR ITALY.”


But they explain that there’s been a change of plan, that you’ve landed in Holland and there 
you must stay.


“BUT I DON’T KNOW ANYTHING ABOUT HOLLAND!” you say. ‘I DON’T WANT TO STAY!”




But stay you do. You go out and buy some new guidebooks, you learn some new phrases, and 
you meet people you never knew existed. The important thing is that you are not in a bad place 
filled with despair. You’re simply in a different place than you had planned. It’s slower paced 
than Italy, less flashy than Italy, but after you’ve been there a little while and you have a chance 
to catch your breath, you begin to discover that Holland has windmills. Holland has tulips. 
Holland has Rembrandts.


But everyone else you know is busy coming and going from Italy. They’re all bragging about 
what a great time they had there, and for the rest of your life, you’ll say, “YES, THAT’S WHAT I 
HAD PLANNED.”


The pain of that will never go away. You have to accept that pain, because the loss of that 
dream, the loss of that plan, is a very, very significant loss. But if you spend your life mourning 
the fact that you didn’t get to go to Italy, you will never be free to enjoy the very special, the 
very lovely things about Holland.”


The 5 Stages of Grief and having a special needs baby 
I don’t think the medical field really has identified the diagnosis of a birth defect or genetic 
condition as a grieving issue and one where they need to get some kind of grief professional 
involved. Grieving is mostly associated with death, but really it accompanies any loss, including 
the loss of the baby you thought you were going to have. So you may find yourself in the sticky 
situation of trying to help grieving parents who may not understand that they are grieving in a 
hospital where doctors and nurses may not understand that the parents are grieving. You might 
even find yourself as a de facto grief counselor. 


Dr. Alan Wolfelt (n.d) from the Center for Loss and Transition says that it’s actually a good thing 
for the people who are grieving to acknowledge their feelings and name what they’re feeling, 
even if those feelings are really scary like fear or anger or sadness. You can’t process what you 
don’t acknowledge. Those feelings should be allowed to surface without judgement, so try to 
listen to the parents if they are expressing upset feelings about breastfeeding and their baby’s 
condition. Take a step back and understand that what they’re feeling is actually normal. It may 
not be positive but it is normal for grieving a loss. You might even pretend you’re observing the 
situation as a neutral third party.


It’s helpful to understand the stages of grief that people are going to move through because 
you might be assisting mothers in any of these stages of the grieving process. Elizabeth 
Kübler-Ross described five stages of grief: denial, anger, bargaining, depression, and 
acceptance.

1. Denial and Isolation— this is the typical first response and it does serve a purpose: it gets 

us through the first wave of pain (Axelrod, 2019). But if we stay here too long, we don’t face 
the realities of the situation we’re dealing with. There was a little boy named Braxton who 
was in the bed next to CJ and he had been there for months. The nurses told us he could 
have been discharged sooner, but his parents kept avoiding the cares they had to pass off 
for discharge. Finally, when capacity started bursting at the seams from new admissions 
and an outbreak of RSV, the staff had some frank conversations with Braxton’s parents that 
they needed to take him home. That was actually the first time we ever saw them with 
Braxton. I look back and I think Braxton’s parents were stuck in the denial stage of grieving 
and they didn’t know how to work through that and incorporate this little baby into their 
lives when he was that was so different than what they had imagined.


2. Anger— Parents may be angry at each other, the hospital staff, you, even their baby. 
Resentment is another face of anger and it’s something you will probably encounter with 
moms of special needs babies. I remember going into the pump room day after day after 
day after day. And in the pump room they had these paintings on the wall of mothers 



holding their babies and I kept thinking, “Thanks for reminding me that I can’t hold my 
baby.” I remember feeling jealous that other women got to take their babies home and I 
was angry that I couldn’t. That even lasted after my son as discharged. For a while I was 
resentful when my friends would post their happy new baby pictures on Facebook because 
I had been denied that. The pump room was actually a pretty popular place to cry. I would 
frequently walk in and hear other moms crying in their cubicle. It was the only safe place for 
them. During the NICU process, many parents are dealing with these big feelings of anger, 
fear and sadness and they may not have an adequate support system to deal with it. One 
of my very favorite parenting books Peaceful Parent, Happy Child by Dr. Laura Markham 
says that underneath anger is always sadness and fear. Every time my kids or my husband 
are angry I try to think about what they might be sad about or afraid of. I find this to be 
useful whenever I encounter anyone who is angry. So if you’re meeting parents of a special 
needs baby and they seem angry, remember that it’s sadness or fear underneath. If you can 
speak to that sadness and fear, often you can get through to them more effectively.


3. Bargaining— This is when the “If only...” statements kick in. “If only I hadn’t done X, Y or 
Z...” Or, “If only I had done X,Y or Z...” You can see these statements in a lot of traumatic 
situations: “If only I had stayed at the gas station longer, we wouldn’t have been hit by that 
truck” or “If only I had reached out sooner, she wouldn’t have taken her life”. Bargaining is 
an attempt to regain control of a situation (Axelrod, 2019). And I think it has a purpose: it 
allows us to see what we can do to prevent something from happening again. If you’ve 
smoked for years and are diagnosed with lung cancer, you might say to yourself, “If only I 
had quit years ago!” That could actually be the start of regaining control with a positive 
change. But people can get stuck here because there’s no way you could have predicted 
that leaving the gas station five minutes sooner would prevent that car crash and your 
loved one’s suicide was their choice. Parents of special needs babies can drive themselves 
crazy with these types of thoughts because the causes of many birth defects and genetic 
diseases are either not well understood or not easily controlled. Even with some conditions 
that have risk factors, it’s often not clear why the baby has a birth defect. I took prenatal 
vitamins and so did many other women who have babies with birth defects. There are 
women under 25 who have a baby with a Down Syndrome and women over 40 who do not. 
With diseases like sickle cell or cystic fibrosis, it’s a matter of two people who are both 
carriers falling in love and wanting to start a family. Some parents make bargains with God, 
hoping that if they do a particular thing the difficulty of the situation may be made lighter. 
Some of the out-of-control feelings that parents have during this time can be channeled 
into breastfeeding. Many moms say that they really threw themselves into pumping 
because they felt it was something they could do for their baby. For those moments when 
parents start wondering why this happened to them, I think Viktor Frankl said it best in his 
book Man’s Search For Meaning: you can’t always control what happens to you, but you 
can always control how you react to it. And breastfeeding is one of the ways that parents 
can choose how they react to their child’s condition.


4. Depression— There are two kinds of sadness associated with loss. The first type of 
depression is a sadness reaction to the practical implications of the loss (Axelrod, 2019). 
With a special needs baby this might be fears about how to take care of a child with the 
condition, the costs involved, worry that the other children in the family aren’t getting 
enough attention because of how focused the parents are in caring for the new baby. Some 
of this might even creep into breastfeeding too. “How am I ever going to pump enough?” 
“Am I ever going to make enough milk?” “Will the baby be able to get enough nutrition just 
from breastfeeding?” When this happens, you as a lactation consultant can step in and 
help out a lot. All the mom might need is reassurance about her milk supply. This can be a 
great time point out that newborns have a stomach the size of a large marble and she 
doesn’t need to produce like a dairy cow to feed her baby. The other kind of sadness is 
more private. It’s private goodbye to the person we are losing. If you’ve seen the Pixar 
movie Inside Out, this is one of those times when a person needs to have Sadness at the 



console. When someone is experiencing this type of grief, sometimes all they need is just 
some kindness (Axelrod, 2019).


5. Acceptance— Acceptance may be the most misunderstood stage of grieving. It doesn’t 
mean an end to the sadness or pain. It doesn’t mean that we are ok with the loss. It’s not a 
destination either. David Kessler, who co-authored two books about grief with Elizabeth 
Kübler-Ross, said that acceptance just means that we start to live life again without the 
person we lost, in this case the healthy or fully able baby. People may try to hold on to their 
old routines and lives after a loss. Acceptance means building a life that is different rather 
than holding on to what existed before (Gibbs, 2018). For parents of a special needs baby, 
this means fully living a life where the new norm is having a child with special needs. It 
means doing things that normal families do like taking trips to the zoo, eating meals 
together, reading stories, and disciplining a child, but having it adapted to the child’s ability. 
If you’ve seen the movie or play The Miracle Worker about Helen Keller and Annie Sullivan, 
this is where Annie was trying to get the Kellers to go. She wanted to move them out of the 
denial, isolation, anger and depression and into acceptance that they and Helen could live 
life despite Helen being both blind and deaf. That whole scene where Annie gets Helen to 
sit, eat and fold her napkin is about moving into acceptance. The Kellers would always be 
sad that Helen couldn’t see or hear. They would wish that things could be different, but they 
could build a life for themselves and Helen that included the normal parts of a human 
experience like work, respect, fun and communication. I think adapted breastfeeding can 
help with this because we’re taking a perfectly normal parenting activity and we’re just 
adapting it to the baby’s needs and abilities.


For parents who received a false negative on the prenatal screen, this grieving process might 
be especially hard. They were told that their baby was probably just fine and they find out they 
are now going to be raising a disabled child or even a baby who will die in the case of Trisomy 
18 or 13. These cases don’t happen a lot, but they do happen. The quad screen detects about 
85 percent of babies with open spina bifida and about 80 percent of babies with Down 
syndrome that are born to women over 35. For women under 35, it detects about 75 percent of 
Down Syndrome cases. (Stoppler, 2019).  So statistically speaking, if you see five babies with 
open spina bifida or five babies with Down syndrome who were screened with the quad 
screen, the birth defect may have been undetected before birth for one of those babies. We’re 
probably going to see less of false negatives with some of the newer types of prenatal tests, 
but the possibility is still there.


It’s also important to understand that these are not structured stages like the progression of a 
disease. David Kessler clarifies the 5 stages when he says that they are just reactions to a loss 
(Gibbs, 2018). So people won’t experience these stages in a linear fashion. They will probably 
bounce between them and even repeat the cycle as they deal with new stages in their baby’s 
growth and development. It’s possible you may meet a mother who seemed to have hit 
acceptance last time you saw her and she’s angry this time. It’s not something you can rush or 
railroad though. 


But here’s the good news in all this: Meeting the right people can have a big impact on the 
parents’ attitude towards their situation. I was really lucky that the first people I met after my 
son was born were actually really great. We had to transfer from the birthing center where my 
son was born to an emergency room so he could be taken to the Level IV NICU in the region 
for surgery. There was a doctor in the ER who knew about spina bifida and hydrocephalus and 
he answered my questions very positively. I remember asking about what I could expect about 
learning disabilities with my son and he said, “Well, he will probably need a shunt, but as long 
as his hydrocephalus is managed there’s no reason he couldn’t be high school valedictorian.” 
That was just so positive. I was also extremely lucky to encounter a nurse in the ER who 
helped me start pumping. She took really good care of me. Got me a pump, showed me how 



to use it and showed me how to store the colostrum. Totally set me on the right path, 
especially after an ER doctor almost threw out my colostrum. Never underestimate the 
importance that your influence has on someone. You may be the just the person they need at 
that moment.


V. Feedback from moms 
What worked: 
“I worked with him at home in the next  6-8 weeks [after discharge] to get him converted to 
exclusive breastfeeding. I would alternate breastfeeding sessions when he was most awake 
and motivated with bottle feeds [when he was sleepy] . I was soooo glad that I was patient and 
persistent.” — Helen, mom of a baby with Down syndrome


“I delivered at CHOP (Children’s Hospital of Philadelphia) and they were SO helpful with 
breastfeeding. I wasn’t able to nurse Jack until after his closure surgery but my nurse helped 
me pump in the OR right after I delivered via C-section. I pumped every few hours after that 
until I could nurse him. I think starting with pumping so early and often helped my supply come 
in. It was also helpful (for me, emotionally & for him, physically) to swab the colostrum I 
pumped into Jack’s mouth before and right after his surgery. It made me feel like I was doing 
something helpful for my tiny new baby! “- Elizabeth, mom of a baby with spina bifida


“I am fortunate that our hospitals send the lactation consultants to us to help us in the 
beginning of breastfeeding, and are always available when needed.”- Bethanne, mom of a 
baby with spina bifida


“He only used a bottle of pumped milk a couple times while I was readmitted for my blood 
pressure. Pumping and trying to hold him as often as possible helped!”- Emily, mom of a baby 
with spina bifida


“Since they took her right away she was not able to feed right away. I fed her the 3rd day I saw 
her. I pumped for her while she was in the NICU. Once I was able to hold her, the nurses 
encouraged me to breastfeed her. I still kept pumping.”- Janie, mom of a baby with spina bifida


“Something I didn't have to do with my others but do with him is skim some extra fat that 
separates at the top (of the pumped milk) and add it into his night bottle for extra calories 
cause that's what they are all about is cystic fibrosis kids getting all the calories they can.”- 
Audrea


“I EP’d (exclusively pumped) for 6 months for my son who was born with a cleft palate and 
Pierre Robin sequence (PRS)… There was so much that was out of my control, but pumping 
was the one thing I did have control over to help him. Plus, we were in and out of so many 
germy doctors’ offices that I wanted to build his immune system as much as possible with my 
milk. His pediatrician wasn’t super supportive of pumping. It took probably five visits before I 
actually got her to understand that he was drinking my milk in a bottle and not formula. His 
important specialists like his surgeons were super supportive, though, because we needed him 
to grow and be as healthy as possible to prep for surgery, and they agreed that breast milk was 
the best way to achieve that.”— Kaley


“I tried to breastfeed our Down's son but he couldn't suck it right - so I ended up pumping for 
several months - it was hard work - but worth it!! (Smiley face emoji)”— Julie




“BREAST FEED!!! The longer you do it, the better it is for the development and strength of the 
baby-- I did it a year but wish I would have kept doing it. SEE a lactation specialist! They will be 
able to be by your side as you breast feed and look for problems that might be preventing you 
from being successful or just simple ways to improve. Reach out for help and support. Look for 
Down Syndrome communities close by that you can glean knowledge from.”— Monica


What didn’t:  
“I remember I had one nurse in particular that put a lot of pressure on me and basically 
threatened me that if I didn't pump more, my baby was getting formula. I was literally pumping 
every hour on the hour to make sure she had enough milk, and I was a stressed out mess 
(which didn't help with milk production). Providing food to my baby was the only way I felt I 
could truly help her in those early days, so it was very emotional for me. I wish I had a little 
more encouragement and less pressure from the nursing staff.”-Lisa, mom of a baby with spina 
bifida


“The doctors, nurses, OT, and Lactation consultants at Loma Linda Children's Hospital were all 
encouraging, but some of the NICU processes may have made it a little harder.  As soon as his 
bowel X-ray showed he was ready for feeding, they started feeding very slowly via NG 
(nasogastirc tube) feeds.  Later, the doctor kept ordering more and more volume every three 
hours. I was concerned he would never be allowed to be hungry enough to be motivated to 
even bottle feed, let alone breastfeed. I did delay bottle feeding nearly 10 days, in hopes that I 
could get him to breastfeed in the hospital.  Meanwhile I was pumping, but very frustrated 
because it was eventually only the feeding issues that were delaying discharge.  Latching was 
a problem, as he was so sleepy most of the time.  We tried nipple shields which helped a little.  
He was actually discharged at 19 days on bottle feeds of pumped milk. One thing that was not 
discussed was the fact that since I was pumping, I actually produced way more milk than he 
could use. The transition to exclusive breastfeeding requires confidence and trust that your 
baby will demand what he needs (and your body can keep up with the demands- after he/she 
is strong enough to get full feeds).”— Helen, mother of a baby with Down syndrome


“My SB baby was never able to figure out how to breastfeed and the lactation consultants were 
not helpful. Her twin sister (non SB ) nursed just fine and still does. I pumped but was never 
able to produce more than half of what she needed, so I had to supplement. Fenugreek gave 
me the worst gas ever and I could not take it. I found the lactation consultants very unhelpful 
and, to be honest, I am still mad that they charged $100 every time they showed up in the 
NICU.”- Agnes, mom of a baby with spina bifida


“From my gatherings, kids with my son’s mutations generally are not quite as healthy and he's 
been passing milestones with flying colors (especially in weight). We are lucky his pancreatic 
enzymes are doing AMAZING. It's frustrating because his team tries to jump to formula cause 
you can't "accurately " know how much he eats .”— Audrea, mom of cystic fibrosis baby


Supplementation: A recurring theme… 
Supplementation looms like a dark shadow over the mother of the breastfeeding special needs 
baby. It was something kept coming up from different moms across the country and with 
different conditions. So this isn’t something that seems to be unique to a certain place or 
certain medical condition. It indicates that there is a large part of the medical community that 
does not think breastfeeding is very beneficial for special needs babies. Audrea’s case was 
especially disturbing to me because cystic fibrosis is such a serious condition and her son is 
doing so well, yet the clinic team keeps trying to stop her from doing something that is 
producing good results, simply because they want to keep better measurements. Obviously, 



measuring something doesn’t mean it’s going to be beneficial. You can measure a high dose of 
opioids and that won’t make it beneficial. 


The goal of every specialty clinic is to make sure that the child is in good health. If 
breastfeeding is going well and the child is in above average health for his condition, that’s the 
most important metric of all. For Audrea’s son, introducing formula could potentially mean 
backsliding on all the progress he’s made with height, weight and pancreatic enzymes, simply 
so that calories could be tracked. But all the measuring, all the procedures, all the notes are 
not the goal. They’re simply a means to track the child’s health and the child’s health is the real 
goal. And a crematocrit test can always be done to get a better idea of the breastmilk’s fat and 
calorie content. It doesn’t have to be an unknown factor.

 

They threatened me with supplementation when my son was in the NICU. This was my first 
baby and I didn’t know what a good latch felt like, so we had some feedings at first where he 
didn’t latch very well. They said his weight was dropping and they would have to supplement if 
he didn’t start gaining weight really fast. My husband was adamant that they give us a little 
more time, so that postponed the issue long enough for me to start figuring it out. I found out 
on my own that he was latching well when I felt this suction cup feeling on my nipple, and from 
there on out we didn’t have any more problems with his weight gain or more threats of 
supplementation. I know at the time though, I was so afraid of the staff being mad at me that I 
would have just done anything so they would let me keep seeing my baby. I was really stressed 
out and very emotionally vulnerable and I would have consented to supplementation even if I 
didn’t think he needed it and it wasn’t good for him. And this is one of those ethics issues that 
has to be worked through very carefully because parents often feel like they are in a position of 
less power in comparison to the doctors and nurses.


Monica did end up supplementing with formula when her son didn’t gain enough weight, 
though she decided to add it into the breastmilk that she had pumped so her son could still get 
the benefits of breastfeeding as well. I wonder if something like Audrea’s trick of adding extra 
breastmilk fat to a bottle of breastmilk might have helped.


The fact that the World Health Organization’s Baby Friendly hospital program doesn’t 
encompass NICU’s is, in my opinion, a symptom of the bias against breastfeeding for special 
needs babies and premature babies. I think this comes from a lack of understanding about the 
benefits of breastfeeding special needs babies. Breastfeeding is seen as something that is best 
for a healthy baby, but babies with special needs are viewed as having so many complications 
that breastfeeding is not that important and can’t be controlled as easily as a measurable 
substance like medications and formula. But if we take a step back and look at the benefits of 
breastfeeding for these babies who are at risk for infections, are undergoing surgeries and may 
have trouble with height and growth, we can see that breastfeeding is more important for 
babies with special needs— not less.


The NICU at UC San Diego has a breastfeeding for premature infants program that is like a 
rubber band: it can stretch or contract as needed. I think they have a lot of great ideas. They 
have a ton of information about it on their website at https://health.ucsd.edu/specialties/obgyn/
maternity/newborn/nicu/spin/staff/Pages/policies.aspx They call their program Supporting 
Premature Infant Nutrition (SPIN). I highly recommend taking a look at their document on the 
above web page called “Feeding Progression in the ISCC: Individualized Enteral Advancement 
Table (iEAT) & Infant Driven Feeding (IDF)”. This outlines how they promote breastfeeding and 
assist mothers of premature babies in establishing breastfeeding based on how the mother and 
baby are doing. There are specific goals for each step in the progression and it outlines what 
tasks everybody on the team— including the mother and baby— need to do at each step. So 
as the baby is begins to stabilize and display feeding cues, the plan adapts to that. Or if the 

https://health.ucsd.edu/specialties/obgyn/maternity/newborn/nicu/spin/staff/Pages/policies.aspx
https://health.ucsd.edu/specialties/obgyn/maternity/newborn/nicu/spin/staff/Pages/policies.aspx
https://health.ucsd.edu/specialties/obgyn/maternity/newborn/nicu/spin/staff/Pages/policies.aspx


mother has problems with milk supply or pain, additional lactation appointments can be 
requested by the RN.


The needs of breastfeeding special needs babies will be a little different. The goals will be a 
little different depending on the baby’s condition. For example, some of these babies will 
require feeding devices on a longer term basis, while others will be able to breastfeed like any 
other baby after they have had necessary surgeries and monitoring. But I think this kind of a 
framework could be adapted to help mothers get started with pumping and support them at 
each step. 


If you’re considering adapting this approach to different conditions, I’d suggest thinking about 
the different milestones for both the mother and the baby. For a baby with spina bifida, the 
focus would be pumping through the NICU stay and then preparing the baby to feed normally 
after discharge. With Down syndrome, it might be training the baby to take as many feedings at 
the breast as he can while helping the mother with long term pumping. With cleft lip or cleft 
palate, surgery for repair doesn’t happen until the baby is 10 to 12 months old, so there would 
be a big emphasis on support for long term pumping. With conditions like sickle cell, heart 
defects, cystic fibrosis and Down syndrome, helping increase the fat content of the milk would 
be another goal to help the baby gain weight better.


How should we approach supplementation? Some 
thoughts…  
I think the world would be a lot happier of a place if more healthcare professionals approached 
supplementation as the Apollo 13 of infant nutrition. Apollo 13 was the third mission to the 
moon. There’s a movie about it, I highly recommend watching it. It’s my second favorite movie. 
The Big Short is my favorite by a very small margin. But that’s neither here nor there. 


On day three of Apollo 13’s journey to the moon, an oxygen tank exploded on the space craft. 
The damage was so catastrophic they couldn’t land on the moon and had to make an 
emergency trip back home. To do this, the astronauts had to move from the space craft 
designed to travel to the moon into the lunar lander. This saved their lives, but meant a whole 
lot of new problems. NASA had to write new software to calculate a new trajectory, they had to 
turn off all non-essential power in the lunar lander which meant there was no heat, most of the  
food became inedible. Water had to be rationed and the astronauts had no way to do a waste 
dump so they were saving all their waste in bags. They also had to build a new carbon dioxide 
filter literally from cardboard, plastic bags and duct tape. 


It was just awful. It was not what anyone would have chosen and was in no way comparable to 
setting foot on the moon. Everyone wanted a problem free mission to the moon and that was 
the ideal. And let’s note that all the other Apollo missions did land on the moon safely, so for 
most  Apollo astronauts, walking on the moon was a viable option. That wasn’t the case for the 
Apollo 13 astronauts and no matter how much they wanted to go to the moon, the problems 
they had would not make that possible. No one wants dead astronauts, so they made the 
sacrifices necessary to stay alive. 


The other Apollo missions did have problems as well, but these problems were solved without 
having to abort the mission. With Apollo 11, the landing site had boulders and craters, so Neil 
Armstrong had to manually steer the craft to a better location. With Apollo 12, lighting struck 
the rocket shortly after launch which shorted out three fuel cells and caused the instrument 
panel to malfunction. Mission control advised the astronauts to flip a particular switch which 
was small and hard to find. At first none of the astronauts or the flight director remembered 



what it looked like, then astronaut Alan Bean recognized it. They flipped the switch and the 
instrument panel worked again. Remembering that little switch was a simple thing that saved 
the mission from being aborted.


Similarly, many breastfeeding problems are relatively minor and don’t need to be solved with a 
switch to formula. I look back at when my son was in the NICU and they were saying he might 
need supplementation and it was a small fix to solve the problem. I just needed to know what it 
felt like to have the baby latched properly. There was no need to “abort” my mission of 
breastfeeding because all I needed was a “remember that switch” type of fix. But I have to ask, 
how often is “abort the mission” of breastfeeding used as a solution when really all that is 
needed is a minor fix? And I think if we could get healthcare professionals and parents to see 
shades of grey with breastfeeding instead of a black and white version where everything goes 
perfectly or we switch to formula, it could help to navigate some of these trickier situations.


So when we’re talking about supplementation, I think it should be approached at as “We’re 
making a sacrifice to keep this baby alive, because (obviously) we don’t want dead babies. And  
everyone involved should keep in mind that most women can successfully breastfeed, even if 
some problems do come up.” There are a few situations where supplementation might be 
necessary and when it’s needed we’re grateful that it is there. But it’s not the norm and if 
doctors and nurses are looking at supplementation as a first or even second answer for most 
breastfeeding problems, we’re not going to have successful breastfeeding. Humans didn’t land 
on the moon eight times by aborting a mission every time a problem came up.


VI. Adaptive breastfeeding 
I call this adaptive breastfeeding because breastfeeding is just one of many activities that a 
special needs baby can do, but it needs a little adaptation. Children with special needs can 
actually do a lot of things, they just have to adapt to them a little differently, whether it’s 
walking, using a computer or potty training. I think we should approach breastfeeding the same 
way. So this is kind of like a tool kit. The tools will differ depending on the mom and the baby, 
but if you have a toolbox full of different tools, you can choose the right one for the situation.


Kids with a birth defect or genetic condition are usually seen in a clinic setting with specialists 
for their condition. Some specialty clinics will have a lactation consultant as part of the baby’s 
team. But ideally lactation consultants will be part of all these clinics to help mothers integrate 
breastfeeding into their baby’s care. There are so many reasons why babies with special needs 
should be breastfed that it should be a higher priority for healthcare professionals.


Ways we can adapt breastfeeding for a special needs baby: 
Positions 
• Australian hold— This position was a lifesaver with my son when he couldn’t be on his back. 

It’s an obscure position that I didn’t find in any of the books I read. I figured it out on my 
own. Later on, I described it to lactation consultants I was observing for my breastfeeding 
educator certification. They told me it had a name. This position can also be used for babies 
with Down syndrome if they are getting too much milk too fast. Slowing down the flow will 
help reduce coughing and choking which can be a problem for these babies sometimes 
(Canadian Down syndrome Society, n.d.).


• Side-lying— Also good for spina bifida babies when they can’t be on their backs. Monica 
said this was her favorite position for breastfeeding her baby who had Down syndrome. 


• Football hold- (word of mouth). One mom of a spina bifida baby said she was able to use 
this hold with her baby after surgery. Check with the doctor of a spina bifida baby to make 
sure this will be ok.




• For cleft lip/palate babies, sometimes the mother can hold a finger finger across the cleft 
while the baby feeds to create that seal around the breast. But if the baby is noisy making 
clicking or kissing sounds, he’s not creating enough suction (Seattle Children’s Hospital, 
2019).


• Dancer hand— This one is sometimes recommended for babies that have low muscle tone, 
like Down syndrome babies, because it helps to physically support the sucking action.


• Monica— "When the baby has latched and is sucking, he’ll tire out so quickly before the 
feed is over. So using light but firm pressure on the bottom of baby's chin and pressing up 
will help him not tire out so quickly. Gravity makes it easy for the chin/jaw to drop down 
during the sucking, but to pull it up to the top again can be tiring.”


• Upright positions— babies with cleft lip or palate need to be fed in a semi-upright position to 
keep the milk from washing upwards through nasal cavity and then into the Eustachian 
tubes. The head always needs to be higher than the stomach (Cleft Lip and Palate Society, 
2016). Upright and semi-upright positions can also help babies with Down syndrome to 
avoid coughing and choking. Mom can put herself in a reclining position to help the baby 
feed “uphill” (Canadian Down syndrome Society, n.d.).


Supportive devices:  
We can use different things to help the baby get positioned better


•  Towels—Monica: “Because of low tone, my baby needed to have his back supported. 
This was done by rolling up a towel and when the baby is on his side, the rolled towel is 
placed along the back from the head to the butt. This made a huge difference in the strain 
that I felt as well. Also.... PUT A TOWEL or a water resistant material down every time you 
feed. These babies lose a lot of liquid and you don't want it on your bed... TRUST me.”


• Monica: “WEDGES are your best friend! Low tone can also lead to acid reflux and more 
spit up than a typical baby. Because of this, getting a small wedge and placing it under a 
boppy or my MyBreastFriend, is great. This way the baby is propped up and the food 
stays down better-- and then the baby will be more comfortable as well. The occupational 
therapy team at my son’s hospital made me a HUGE wedge made out of foam and it was 
the best thing we could have had. This was VITAL and amazing in helping our baby sleep 
comfortably and be able to rest as well. After feeding always keep the baby at a 35 degree 
angle -- if not more.” 


Pumping 
Because of surgeries or defects that prevent latching, many moms of special needs babies will 
need to pump at some point and some will be exclusively pumping. Everyone will develop a 
pumping routine that is a little different. Janie, whose baby has spina bifida, said that she 
preferred the manual Medela pump over the electric pump and found it easier and faster to 
work with. Bethanne developed her own schedule and self-care routine: “I did a power pump 
first thing in the morning (Pump 10 min., Rest 10 min., Pump 10 min., Rest 10 min., Pump 10 
min.). Then I pumped every 2-3 hours in the NICU as often as possible near my baby. I took a 5 
hour rest at night to get somewhat decent sleep. I also made sure to eat foods that helped 
build milk supply. Oatmeal is still a favorite.” 


Bethanne really hit the nail on the head with her recommendation to get as much sleep as you 
can and to eat well. You can’t give what you don’t have. I’m also a big believer in the power of 
nutrition for good milk production.  Like Bethanne, I too was going on the 5 hour sleep plan 
when my son was in the NICU. I was drinking two green smoothies a day and I think it really 
helped maintain my milk supply and quality. Even the nurses commented on it. One time I 
brought in some freshly pumped milk for my son and the NICU nurse said, “Your milk is just 
such good quality. It’s all thick and creamy. Some of the other moms have milk that’s very thin 
and bluish.” I think having that big dose of greens every day was really helping my body to 
produce good milk despite all the stress I was under.




Feeding devices 
There are different devices that can help a baby with feeding problems. Some devices might be 
used short term, others long term. Using feeding devices does not have to be an “all or 
nothing” choice. A baby might need a nasogastric tube for additional feedings or take bottles 
for some feedings but can still be put to the breast for some feedings. It’s about finding what 
works.


• Gavage feeding and nasogastric tubes- These are pretty common in a NICU. They’re used 
for a number of different conditions to help babies get additional feedings when they have 
difficulty with actions like sucking, swallowing or latching. Nasogastric tubes can be really 
helpful for babies who have conditions like heart defects because these babies get so worn 
out from latching and sucking. The Canadian Down Syndrome Society has a great pamphlet 
on breastfeeding babies with Down syndrome. One of their moms, Julia, had a daughter with 
a heart malformation. Julia’s daughter, Bethany, was not able to latch and feed at the breast 
at first and her weight started dropping. Bethany was transferred to a NICU where she was 
given several gavage feedings. This allowed her to be released after 24 hours. Julia 
exclusively pumped for two months straight and then Bethany began to successfully feed at 
the breast. Nasogastric tubes might also be used for babies with trisomy 18 or 13. My son 
had a NG tube while he was recovering from his first surgery.


• At breast supplementer— This is another one the Canadian Down Syndrome Society 
recommends if the baby needs extra feedings beyond what he can get on his own. Pumped 
milk can be used as a supplement and the baby still gets to work on latching and 
supplementing.


• Special bottles for cleft lip and cleft palate babies. The ones recommended are:

- Cleft Lip/Palate Nurser by Mead Johnson

- SpecialNeeds Feeder by Medela

- Pigeon feeder with one-way valve- this can be used with any bottle

- Dr. Brown’s Specialty Feeding System with one-way valve (Seattle Children’s Hospital, 2019).


For babies with low muscle tone, a pacifier can also be used to help them “practice” sucking. 
Monica also had a lot of success with using the Dr. Brown’s bottles that were used by the 
Down syndrome clinic that her son is seen at. She said it worked really well to be able to 
progress through very small to larger sizes for her son as his sucking skills improved. 


Routine 
Another way we can adapt breastfeeding for a special needs baby is to tailor the routine to the 
baby’s needs. Babies with heart conditions typically need feed more frequently because they 
tire easily. These babies will need to be fed on demand and that’s normal (American Heart 
Association, 2019).


The Canadian Down Syndrome Society has some tips for helping a baby with Down syndrome 
get ready for a feeding:

• Undress the baby to a diaper to help encourage sensory stimulation and keep him cool so 

he doesn’t fall asleep.

• The mother can run her nipple along the baby’s lips for a few seconds to signal that it’s time 

for a feeding.

• Keep the lights dim so he doesn’t have to close his eyes against the light.

• Lightly touch the edge of the baby’s outer ear, stroke his arms, or talk to him during feeding 

to increase sensory input and distract him from becoming sleepy and help him focus on 
feeding.




Monica also said she found a lot of success with having a routine for nursing. She 
recommends that moms of Down syndrome babies have a particular chair or a special song 
that is associated with nursing to give the baby additional signals that it’s time to nurse. She 
also recommends making the effort to really interact with a Down syndrome baby during 
breastfeeding: “LOVE LOVE and MORE LOVE your baby! It is so so tempting to look at your 
phone or some screen during breastfeeding but if you can avoid it, please do! This is a time to 
connect and get to know your baby well…Love and attachment with your baby is going to help 
their development better than any therapy can do. Use this set aside time to form that 
connection. Babies with Down syndrome tend to be more social or people motivated. (I think 
they see the real value in people and their worth.) They will want to study your eyes and 
communicate with you. So, really-- really-- make a goal to put down your phone. If it is really 
hard for you, then make a goal of the first 5 minutes, or every other feed or something like 
that.”


Increasing Calorie Content of the Milk 
Adequate weight gain is difficult for some of these babies. This is often why formula is 
recommended. But there are ways to increase the fat content of milk so the baby gets more 
calories.

• Get the hind milk—Encouraging moms to pump before they are really full might help them to 

produce milk with greater hind milk content more consistently.

• Separating the milk— The fore milk can be saved for later and the hind milk can be given to 

help add additional calories to the baby’s diet (Children’s Hospital of Philadelphia, 2019).

• There is some evidence that breast compressions can help increase the fat content of milk 

(Bonyata, 2018).


Breastfeeding and perinatal hospice care 
Most of us are familiar with hospice care. It’s palliative care at the end of life. (Palliative care 
just means to alleviate suffering and increase comfort.) Perinatal hospice is a relatively recent 
movement. The idea is that parents who are expecting a baby that doesn’t have long to live 
can have palliative care for their infant and time to be parents to that baby. Birth defects that 
could qualify for perinatal hospice care include:

• Trisomy 18– This is a chromosomal condition that causes the baby to develop several 

different problems like low intrauterine growth restriction, low birthweight, heart defects and 
organ abnormalities. These babies also will have small heads and mouths and their hands 
will stay clenched in fists. Most of these babies will live a few days or a few weeks. Some will 
be stillborn.


• Trisomy 13– This is a chromosomal condition that causes the baby to develop several 
different problems like heart defects, brain and spinal cord abnormalities, very small or 
poorly developed eyes, extra fingers or toes, cleft lip and cleft palate. They also have low 
muscle tone. Most of these babies will live a few days or maybe a few weeks. Some will be 
stillborn.


• Anencephaly— Spina bifida is what happens when the neural doesn’t close at the bottom 
or middle. Anencephaly is what happens when the neural tube fails to close at the top. This 
causes large parts of the brain to never develop including the cerebrum and cerebellum. The 
cerebrum is composed of the right and left halves of the brain. These are the parts of the 
brain responsible for speech, reasoning, emotions, learning, fine motor control and 
interpreting touch, vision and hearing sensory input. The cerebellum is located underneath 
the cerebrum and by the brain stem and it’s responsible for receiving and processing input 
from the spinal cord and sensory receptors. The bones of the skull will be missing or 
incompletely formed. These babies will live a few hours or maybe a few days. I met a woman 



once whose baby had anencephaly and actually lived for a couple of weeks, which was 
really unusual.


• Certain types of heart conditions— Some types of complex heart conditions can’t be 
easily treated. These babies may have a few months or a few years to live.


Depending on the baby’s condition, breastfeeding possibilities will vary. Some of these babies 
will have minutes to live, others months. If the baby will live for a few days or more and the 
mother wants to breastfeed,  and the baby’s condition will allow for it, you can help her make 
whatever adaptations might be necessary. For example, a baby with a heart condition might 
need a nasogastric tube or more frequent feedings because she may tire more easily (American 
Heart Association, 2019).


And sometimes, breastfeeding the baby won’t be possible. With some of these conditions, the 
baby may have only a few hours to live or might be stillborn. With some types of birth defects
— anencephaly for example— the baby doesn’t have enough brain development to be able 
latch or feed. 


Of course, the mother’s body is on autopilot and it will produce milk even if the baby isn’t able 
to use it. In these cases, the mother can become a milk donor. As long as she is cleared to 
donate, she can pump for as long as she wants to and donate it. Many women who have 
experienced infant loss have found this to be very therapeutic in the grieving process. They are 
still mothers and they can still breastfeed. 


With the advent of prenatal screening and ultrasound, many of these cases are picked up 
before birth. So lactation support for adaptive breastfeeding or being a milk donor could be 
part of perinatal hospice services that parents receive after diagnosis. Just like they can make 
choices about how they want to birth the baby, hold memorial services or religious rituals, they 
can have the option to breastfeed or become a milk donor if they want to.


For other moms, drying up the milk supply quickly after the loss is more therapeutic. My friend 
Kate’s daughter, Elsa, was stillborn. Kate’s also a lactation counselor for WIC up in Washington 
and an all around beautiful person. She decided that she wanted to have her milk dry up as 
soon as possible for a number of reasons. She’d had bad mastitis with her other babies, she 
felt like it was more of a trigger to keep the lactation going, and she and her family drove to 
another state at four days postpartum so that Elsa could be buried next to Kate’s father, so 
continuing to pump would have been very, very difficult. She also wanted to become pregnant 
again as soon as possible. She had been cleared by her doctor and midwife to try again as 
soon as she was healed from Elsa’s birth and she wanted to prepare her body for that. (She did 
get pregnant again very soon after and she’s had three more babies since.) Kate was grateful 
to her midwife for giving her a regimen to help dry up her milk supply quickly. She took sage 
tincture every few hours and rotated between cold packs and warm packs. The cold packs 
were to help dry the milk up faster and the warm packs prevented plugged ducts. Kate said 
she just gently expressed milk when she felt she was getting too full. In her words, “Those 
techniques worked really well, and my milk dried up within a week, and no mastitis or plugged 
ducts."


VII. Postpartum Depression 
You have to watch these moms because having a baby with a serious medical condition is a 
risk factor for postpartum depression (Mayo Clinic, 2018). Going to a support group can be 
hugely beneficial. When my son was discharged I wasn’t having any problems breastfeeding 
any more so I figured I shouldn’t bother going to a breastfeeding support group. I didn’t know 
what support groups were even in my area. My husband was also struggling with employment 



at the time and we were living with my in-laws and all anybody around me seemed concerned 
about was how he was coming on having a job. So I figured if I went to a group like the La 
Leche League everyone would just want to know if my husband had a job yet and I wouldn’t 
really be welcome there until that happened. I really wish I had gone. I didn’t realize it at the 
time, but I was having postpartum depression and probably post traumatic stress disorder. 
There were a lot of really scary times during my son’s stay in the NICU and I really didn’t 
process it. I just thought what I was feeling was normal.


And I’ve heard similar fears from other women. They expect that if they go to a breastfeeding 
support group, everyone is going to be judging them because they are struggling. I think the 
message that would be most helpful would be like that of Nirvana and Kurt Cobain: “Come as 
you are.” If you have a breastfeeding support group, promote it as a “come as you are” affair. 
“We don’t care what else is happening in your life, we don’t care if you come in your pajamas, 
we don’t care if you just need to have an adult conversation, we don’t care if you cry, just 
come.” If you can get moms through the door, there’s a much better chance of being able to 
guide them to supportive services. And breastfeeding support could help reduce the risk of 
postpartum depression because breastfeeding difficulties and low support systems are other 
risk factors for postpartum depression (Mayo Clinic. 2018).


If you can do some kind of follow up with these mothers, I highly recommend it. If they are 
anything like me, they won’t realize they are even experiencing postpartum depression. And if 
they are anything like me they will probably try to grind through it and not ask for help. That’s 
why, if you can, get these women out to a support group with the idea that they are welcome 
no matter what. When they come to a support group, you can have easier access to them to 
help guide them to resources they might need. When they go down the rabbit hole of discharge 
and you never see them again, I think there is a greater chance that they will struggle more and 
not get the help they need.


VIII. Milk donation 
It’s not uncommon for moms to have extra milk pumped and stored when their baby is 
discharged. When your baby is in the NICU, you’re pumping a lot. You can end up with quite 
the large stash of milk. I had no idea what to do with all the milk I had leftover and 
unfortunately it just ended up going to waste. No one told me I could donate it or how to do 
that. If someone had just given me a flyer or handout or something that told me how to get in 
touch with the nearest milk bank and what I needed to do, I would have jumped on it. 


I would really recommend having some kind of informational materials for moms that they can 
take home with them to let them know about which milk banks they can donate to, how to get 
in touch with them, and the steps in the application process. I personally have used Mothers’ 
Milk Bank of San Jose when I have donated. I loved working with them. They came and picked 
up my donation which was really helpful since I live out in the sticks up in Big Bear. They just 
make it so easy. There is a new milk bank getting going in San Diego, but so far they are not 
doing pick up, just collection and only for the San Diego area.


Conclusion  
So these are all ways that we can give the dandelion a little puff of air and spread those 
dandelion seeds to some of the more difficult pieces of earth. Those cracks in the sidewalks 
and rocky cliffs might not be the easiest soil to grow a flower in, but the dandelions will take 
root. Breastfeeding a special needs baby is not always easy, but it is definitely worth it. And 
with right support, breastfeeding a special needs is definitely possible.
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