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Family Centered Care (FCC) Taskforce: How to build a
Family Advisory Council in your local NICU

Chavis A Patterson, PhD

This is the second of a series of Webinars from the Family
Centered Taskforce. In this first interview, Mary Coughlin, MS,
NNP, RNC-E described responding to " The Biological Urgency
of Families in NICU Based on our Understanding of Trauma."

“Thank you so much for the invitation and
for participating in this organization with its
amazing activity of non-birthing support to
NICU parents.”

Chavis Patterson:

Thank you so much for the invitation and for participating in this
organization with its amazing activity of non-birthing support to
NICU parents. Just to give a little overview of the institution for
those who are not familiar with CHOP, it is located in Philadelphia.
Here is a picture of the outside and inside of CHORP. It is a level
four NICU with 98 beds. We transfer in babies up to three months
of age, and we work with approximately 1300 babies per year. We
provide surgery and ECMO to the babies. We have approximately
400 nurses and approximately 44 neonatologists, and then a host
of other support. This includes respiratory therapy, dietitian, OT/
PT, speech, lactation, social work, psychology, child life and chap-
lain, and a host of others. That just gives you an outline of the
institution at CHOP.

“ | wanted to expand on what we think

of for non-birthing parents and to be a
little broader in my discussion today.

This is when we talk about families that
have two moms, families that have two
dads, families that have a mom and a dad
where there might have been a surrogate,
there might have been an adoption or a
gestational carrier.”

| wanted to use this graphic as an example of what families might
look like. You can read all the different arrows, and it can be a
combination of one, two, or three. | wanted to expand on what we
think of for non-birthing parents and to be a little broader in my

discussion today. This is when we talk about families that have
two moms, families that have two dads, families that have a mom
and a dad where there might have been a surrogate, there might
have been an adoption or a gestational carrier. | will talk about a
broader range of what a family might look like. So | want to talk
about the non-birthing parent. Sometimes the non-birthing par-
ent is mom, sometimes it's dad, sometimes they are biologically
related, and sometimes they are not. To give an idea of my dis-
cussion as a psychologist, when | think about supporting parents,
and certainly non-birthing parents, | think about, Why people get
pregnant? Usually, if I'm in person, | would pause and ask the
audience. Virtually, it's a little tougher.

“You have a range of more positive and
then sometimes negative reasons. This
might be, again, pressure from families.

It might be a way to stay connected with
an individual. It might be a result of incest
or rape. There’s a wide range of reasons
why people become pregnant, and as a
psychologist, as a psychosocial person,

I always think about that when | walk into
the room.”

It might be family pressure. There might be a financial reason to
get pregnant. You have a range of more positive and then some-
times negative reasons. This might be, again, pressure from fami-
lies. It might be a way to stay connected with an individual. It might
be a result of incest or rape. There’s a wide range of reasons
why people become pregnant, and as a psychologist, as a psy-
chosocial person, | always think about that when | walk into the
room. This helps me get an understanding of what this pregnancy
means to the family. Sometimes the pregnancy has been many
years of trying to get pregnant. There’s a lot of pressure on having
this pregnancy. | think about how in my experience, this is what
families imagine having a baby might be like, or the birthing pro-
cess might be like. And if you look, everybody is very happy, and
there’s smiles, and there are no tubes or wires. Unfortunately, in
my world, this is the reality of the family’s experience. You have
ECMO, bili lights, tubes, and wires. So again, understand that
walking into the NICU is a very traumatic experience for families if
we look at some of the rates of depression, post-traumatic stress
disorder, and perinatal mood and anxiety disorders. You can see
differences across NICU parents and non-NICU parents.

When | talk to parents, | get a wide variety of emotions that they
express, from happy to sad to a sense of loss. There’s anger and
feeling overwhelmed. There’s shame! There’'s hopelessness,
sadness, and isolation. I'm thinking about these wide varieties of
emotions that come into play and the different roles.
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We have fathers and their roles. Some of the myths and truths
that come out that society has put upon them. They think about
fathers as providers, the emotional rock, the need to not be emo-
tional. They need to be detached, so they can help the family.
These are some of the pressures that some non-birth parents
might feel. Their role, in terms of the birth of a child, and with
men, society may big boys aren’t supposed to cry. They’re asking
about, “How’s your wife doing? How’s the mom doing? How’s the
family holding up?” and not talking about how they are, what their
experience was like as a result of this pregnancy and birth.

“Their role, in terms of the birth of a child,
and with men, society may big boys aren’t
supposed to cry. They’re asking about,
“How'’s your wife doing? How’s the mom
doing? How’s the family holding up?”
and not talking about how they are, what
their experience was like as a result of this
pregnancy and birth.”

The quote that | like to share is, “As a dad, | feel like we were often
overlooked in the family picture. | was terrified when we had our
son seven weeks early.” Jeff Stimson stated, ‘It's not a matter of a
good hand, but playing a bad hand well.”

So thinking about different types of families, we wonder if some or
many of the emotions are shared by the non-birth parent. We won-
der if some are unique and if some are shared. With all families,
no matter the makeup, there are many layers that come into play.
There’s the institution where you’re being cared for, there’s the
race and ethnicity of the family and the family members, there’s
the age, and there’s how they identify. So, there are a lot of dif-
ferent layers. These were some of the emotions when | spoke to
some of the parents, where there were two moms or two dads.
These are some of the feelings that came up.

The non-birth parent is envious or jealous. They feel like the baby
might not like them and might like the birthing parent more be-
cause of breastfeeding and that closeness. In a family where
there were 2 Dads, one of the dads in the family talked about
feeling unimportant or invisible, or unequal as an outsider. Many
times they felt that they were being judged as not one of the fami-
lies that might ordinarily come into the hospital. Dads who were
in situations where there was a donor, a surrogate, or gestational
carrier. They talked about being worried or scared about the donor
egg. There was some background in genetic testing. But what is
this donor egg going to bring into the family? What is it going to be
like in terms of the donor? It was the same idea with donor sperm.

When thinking about the surrogate, they think, how is the mental
health or the physical health of the surrogate going to impact the
birth or gestational period of their child? So again, there’s a lot of
worries when a mother and father are genetically connected to the
family. When we have families with two moms or two dads, there
may or may not be a genetic connection.

Some of the worries that come up are a fear of genetic complica-
tions when families are choosing between which mom’s egg to
use or which donor sperm to use. For the donor egg or donor
sperm, what is that going to mean in terms of the genetic make-
up? How is it going to combine with the egg or the sperm? When
| talked with two moms, we talked about empathy in this process.

In terms of going through the process of birthing together, the non-
birthing mom had a special empathy to the birthing mom. This was
in terms of also having a woman’s body and knowing the changes
occurring to her body if she had carried a child. That doesn’t al-
ways happen in families with a mother and a father. There’s the
stereotype that it might be harder for the non-birthing parent to ask
for help because all the focus is on the birthing parent.

Maybe there’s hesitation to express the emotion for fear that there
might not be any support. In the cases with two dads or with two
moms, we talked about being overwhelmed by the financial in-
vestment and commitment going through the process of finding a
gestational carrier and an egg and sperm donor. There’s a lot of
things that go along with all families and have to be managed in
some of my conversations.

We talked about the range of interactions, and it can vary de-
pending on race, ethnicity, where you are, and the people you're
dealing with.

“But in the best-case scenario, when |
spoke with the dads, | was very surprised
that they had a surrogate coordinator. So
their experience was amazing. From the
day that they connected with the hospital
and said they wanted to have their child
there, they were connected with the
surrogate coordinator, who walked them
through the whole process.”

But in the best-case scenario, when | spoke with the dads, | was
very surprised that they had a surrogate coordinator. So their ex-
perience was amazing. From the day that they connected with
the hospital and said they wanted to have their child there, they
were connected with the surrogate coordinator, who walked them
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through the whole process.

With the two moms, in their experience, the hospital was very wel-
coming, which was really wonderful. They also found the same
thing as the dads. These are best-case scenarios. The worst-case
scenario was from my conversation with another set of dads. They
talked about the staff and some interactions where their role as a
parent was trivialized.

“The worst-case scenario was from my
conversation with another set of dads.
They talked about the staff and some
interactions where their role as a parent
was trivialized.”

The staff didn’t truly recognize that these were the dads of the
baby, and there was some homophobia that came with that. It was
interesting that even though there was a biological connection to
the baby, they still felt like they were outsiders to that process.

Again with the two moms, there was some phobia involved. There
was a hard time understanding that they were two moms and not
sisters, or one wasn’t an aunt. They felt like they had to come out
every time they had an interaction with a new provider. They had
to explain who they were and what their relationship was to the
child.

With the mom and dad, there was the idea that everything was
focused on the mom, and the dad was an afterthought like he was
disregarded and not part of the process and didn’t have a role to
play. It was very interesting in my interviews with some of these
families. If we do have some non-birthing parents in the audience,
what can you do?

As a non-birthing parent, some of the things are to wash the pump
supplies and help the nurse, staff, or birthing parent. Also, watch
the baby, hold the baby, change the baby, take time to sing, read,
and talk to the baby. Support your partner, talk with your partner,
and see how your partner is managing all the ups and downs. For
the partner, it's important to be there for some of those bumps
along the road in terms of non-specific things.

“Support your partner, talk with your
partner, and see how your partner is
managing all the ups and downs. For the
partner, it’s important to be there for some
of those bumps along the road in terms of
non-specific things.”

This includes trying to be a buffer with staff, other families, rela-
tives, and friends. Helping with health insurance if that's some-
thing that's needed. Helping care for other children, if you do have
other children. If you need to go to work, it's okay. Play your role
in the larger family. If you can, manage the food train or the meal
train, that is always great. Also, encourage self-care both for your-

self and for your partner.

In terms of providers, the list goes on. These are some | want to
highlight, but as a provider, if you're not sure about who's in the
room and their relationship with the baby, just ask. How are you
related? How are you connected with the baby? They will say I'm
mom, or I'm dad, or I'm Ted. Try to explain the role of the team.
Everyone is not medically savvy and may not know what a fellow
NP, PA, or even attending is. Explain the roles of the team.

Offer some anticipatory guidance about what this experience
might look like. Try to help connect the family with the appropri-
ate staff within the hospital or within the unit. | certainly encour-
age self-care for all family members. Help them find folks from
the extended family that can help support the family. Always take
pictures to mark the milestones that the infant makes and that the
family makes. When you’re working with family, acknowledge the
trauma and the emotional impact that this experience has on the
child. Try to offer social media links, Instagram posts, and pod-
casts. There is a lot out there that these families can connect with
so they don’t feel isolated. During COVID, families felt really iso-
lated, and | tried to connect them with online resources where they
could feel connected and recommended community support if that
is something the family is interested in.

“When you’re working with families,
always remember that they’re not always
on the same page and they’re experiencing
this hospitalization differently. They all
react differently in terms of sadness, post-
traumatic stress, and perinatal mood and
anxiety.”

When you're working with families, always remember that they’re
not always on the same page and they’re experiencing this hos-
pitalization differently. They all react differently in terms of sad-
ness, post-traumatic stress, and perinatal mood and anxiety. It
can come out in many different ways, like being tired, being sad,
being exhausted, getting angry easily, or being hyper-vigilant.

As staff and as a partner, we need to remember that. Discuss the
impact of grief and loss of the normal pregnancy that they might
have imagined, or even had, with the previous child. Certainly ac-
knowledge society’s message related to gender, the couple, the
family structure, race, and ethnicity, because all that plays a part,
and sometimes it's the elephant in the room. Nobody wants to
talk about it, but everybody knows that it plays a role. Encourage
families about different ways to communicate when words fail, so
it can be tough, art therapy, journaling. Talking is great, but there
are also other ways to communicate how you're feeling and ex-
press your emotions. Create special moments for the non-birthing
parent, like encouraging them to hold the baby, speak to the baby,
bathe them, change them, participate, and take pictures.

I really liked this quote and will use it to end this presentation. “The
inability of some people to verbally express their pain and emo-
tional reactions should not be taken as a sign that they suffer any
less.” | think sometimes people fall between the cracks or suffer in
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silence. We need to work harder on reaching out and checking in
with people more often. Thank you again to everyone for their time
and attention. Thank you for the invitation, and also, thank you to
the families that | was able to interview to collect the information
for this presentation.

Caroline Toney-Noland (she/her):

Thank you so much for sharing that. | would love to open it up to
see if there are specific questions that folks have for Dr. Patterson.

Do you offer a psychologist in the NICU for parents at CHOP?
Chavis Patterson:

Thank you very much for your question. At CHOP, yes, we're very
fortunate to have a few psychologists. I'm one of the psychologists
that has 50% clinical time in terms of working with parents, and the
other time is academic. We also have other psychologists who split
their time between the NICU and other units within the hospital. So
again, we're very fortunate to be able to have psychological services
in our queue.

Colby Day:

Dr. Patterson, that is wonderful that you are able to have those ser-
vices. | think it's something that many of us aspire to in our hospitals.
I'm curious about the logistics of how you use the psychologists in
your unit, particularly whether you approach or your group approach-
es all families. Or do you wait for families to reach out, saying that
they need help? Or are there specific screens that are done? If so,
who performs those screens?

Chavis Patterson:

Thank you for the question. In our NICU, referral comes in a number
of ways. The medical team, will usually connect with the social work-
er. Then the social worker will do their assessment and talk to the
families. They ask the family about having the psychologists come
and speak with them.

“We don’t screen, but we’re working on a
universal screening. We have not nailed
that down in terms of logistics. We’re a
freestanding pediatric hospital, and we
don’t have a system of support for adults.
So if one of the family members needed
adult care, we would have to refer out.”

We don'’t screen, but we’'re working on a universal screening. We
have not nailed that down in terms of logistics. We're a freestanding
pediatric hospital, and we don’t have a system of support for adults.
So if one of the family members needed adult care, we would have to
refer out. We don’t have adult psychiatry to manage medication. So,
we’re a little limited in that way, but we do have psychology.

Social work connects with all families and does the assessment.
They do a great job, and they usually reach out to us in psychology
as a result. Sometimes we get referrals from bedside nurses or other
medical care providers. But we usually have the social workers go
out and do an assessment. There are other families who come in

and ask to speak with a psychologist on staff. Then we would get
connected in that way. Now, to go back to the first part of your ques-
tion. It is unique that some institutions have a psychologist. There is
some information on the web about how to encourage your hospital
to get a psychologist.

There’s information on the National Perinatal Association (NPA) with
a link to support NICU parents. It gives a job description and a whole
PR package about how to ask your institution to support a psycholo-
gist in the hospital. Is there anyone from that group that can put the
link to that information in the chat? It really helps to bring a package
of information to your organization to help convince them.

“There’s information on the National
Perinatal Association (NPA) with a link

to support NICU parents. It gives a job
description and a whole PR package about
how to ask your institution to support

a psychologist in the hospital. Is there
anyone from that group that can put the
link to that information in the chat? It really
helps to bring a package of information to
your organization to help convince them.”

I'm going to do some sleuthing because | don’t think any of us are
very good at that. | can send you a packet of information. It's a really
great website. | know Sue Hall, and some folks from NPA did a lot of
work to pull this information together because we were really trying
to get the word out about psychology, what we can do, and how we
can be helpful.

Colby Day:

That would be wonderful. We can put it on our tablet resources for
everyone to see. Thank you.

Caroline Toney-Noland (she/her):

We have another comment about a really great idea about using
EPIC to allow sticky notes so you can make the different family mem-
ber roles clearly visible to all staff. Another question from Sara. Can
you talk about how you bridge psychology and care after discharge?

Chavis Patterson:

Yes, that's a great question. It's very challenging because providers
are very difficult to find. We work really hard to create a list of pro-
viders. We take advantage of the Postpartum Support International
(PSI) link. You type in the zip code, and then you get providers in
certain areas of the country, and | think they’re moving towards the
world.

It's really trying to create a network. | think PSI is a good place to
start, but just creating a network. Many hospitals treat not only fami-
lies in their area but sometimes out of state, and it's really hard to
find those providers. But usually, when families are midway in, | start
thinking about where they live and encouraging them to look into
it, or | help find them providers in their area. There is a national
network of NICU psychologists.
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Caroline Toney-Noland (she/her):

To add, for families who lack insurance or may not be able to af-
ford psychosocial support after discharge, are there any resourc-
es that CHOP has for them?

Chavis Patterson:

Well, not necessarily CHOP. But | usually try to link them to the In-
ternet because there are a lot of organizations and foundations that
have mentors. Graham’s Foundation is run by Nick and Jen Hall.
They have mentors. | know PSI and NPA also do that. There are a
lot of foundations and organizations that help because not every-
one is local. If they don’t have insurance, | usually try to again find
things on the Internet. But | also try to go through local city agencies
to find community groups that offer a free or low-fee service.

“Then the HOPE Family Project also has a
social worker on staff for therapy services.
PSI has a lot of online support groups
across the U.S. There’s also a shortage
right now of mental health providers. |
think finding support may be even more
challenging for families.”

Caroline Toney-Noland (she/her):

Another comment about Project NICU, it has connections with
better health online. | have seen them advertise on Instagram,
so they’re able to get free counseling for NICU families. Then the
HOPE Family Project also has a social worker on staff for therapy
services. PSI has a lot of online support groups across the U.S.
There’s also a shortage right now of mental health providers. |
think finding support may be even more challenging for families.
I've been trying to waitlist some for 2-3 months.

Chavis Patterson:
And families can’t wait 2-3 months.
Caroline Toney-Noland (she/her):

Any other final questions for Dr. Patterson before we move on to
our family panel?

| just want to say from my part. This has been really great to see
and hear so many different family structures represented and cel-
ebrated. Then making sure that we, as health care providers, are
doing our best to ensure that family is still welcome into the NICU.
It's hard enough to align transportation, time off work, and care for
other children or other responsibilities. It's hard enough to make
it into the NICU and have family members come. We really want
to make sure that we’re doing our best and they are supported.
Thank you so much for your talk.

Colby Day:

Wonderful, and | echo those comments. Thank you so much for
that talk, Dr. Patterson.
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