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Good afternoon, everyone. Thank you so much for that nice intro-
duction. Good morning also on the West Coast. So sorry for that. 
I’m in Ohio, so Eastern for me. I’m going to be one of our three 
speakers today, talking about creating and strengthening your 
family advisory partnership councils in the NICU. Molly and I were 
consulting just a little bit at the VON conference this last week. So 
there may be some repetition in our presentations because we’re 
DOO�GRLQJ�VLPLODU�ZRUN�EXW�DW�DOO�GLႇHUHQW�VLWHV��6R�SOHDVH�WDNH�DZD\�
ZKDWHYHU�LW�LV�WKDW¶V�EHQH¿FLDO�WR�\RX�DV�\RX¶UH�GRLQJ�WKLV�ZRUN�DW�
your own site

So just a little bit about my site and where we’re located. I am 
with Akron Children’s Hospital, Ohio. We are a Level IV region-
DO�WUDQVSRUW�1,&8��,�GR�¿QG�WKDW�WKDW�PDNHV�XV�D�OLWWOH�ELW�XQLTXH�
sometimes in the work that we do regarding patients and families 
because all the babies that we treat here in our unit have mamas 
who are at other sites at the time of their initial admissions.

:H�DUH�D�VHYHQW\�¿YH�EHG��VLQJOH�SDWLHQW�URRP�XQLW�WKDW�LV�GLYLGHG�
LQWR�WZR�ÀRRUV�DQG�WKUHH�ZLQJV��,Q�WKDW�SKRWR��ZH�DUH�>RQ@�WKH�WRS�
WZR�ÀRRUV��VHYHQ�DQG�VL[��DQG�ZH�GR�KDYH�WKUHH�ZLQJV�RQ�WKRVH�
WZR�ÀRRUV��2XU�SDWLHQW�SRSXODWLRQ�LQFOXGHV�SUHPDWXUH�EDELHV�DQG�
babies requiring many of our surgical services and NAS. Another 
eight sites within our region are Akron Children’s Hospital NICUs 
or SCNs, and then we also take care of babies born anywhere 
within the region. I share all that information demographically with 
you because some of our patients come from an hour to two hours 
away, which sometimes can create challenges for families as they 
come to stay with their babies here in my unit. This is a picture of 

one of our single-patient rooms. I’m the NICU Family Care Coordi-
QDWRU�KHUH��DQG�,�KDYH�WKH�JRRG�IRUWXQH�WR�EH�DEOH�WR�RႇHU�VXSSRUW�
programming for families who are here with their babies.

I did start that work as a volunteer back in 2009. My NICU experi-
ence was [in] 2004. So some of you may be thinking, Oh, wow! 
That’s seventeen years, you’re right. I have a high school senior 
this year. That was seventeen years ago when my actual make-
you experience occurred. How do I stay relevant? Believe it or 
not, and I’m sure you’ll hear this from others as we continue our 
webinar today. That experience never leaves you, but the pain 
and trauma of the experience here, so you can help other families 
as they continue the journey.

I did start as a volunteer and honestly didn’t start until two years 
after I had my term baby, my son, who helped me to realize what 
a traumatic experience I had in the NICU. It really propelled me to 
want to help other families and support them, so over time, that 
volunteerism to become a paid parent position here in my unit as 
NICU Family Care Coordinator. There are those of us who work in 
paid roles and those of us who work in volunteer positions. I can’t 
emphasize enough the importance of really pushing and further-
ing that paid position for consistency. Volunteers are phenomenal, 
JHQHURXV�IRONV�ZKR�RႇHU�WKHLU�WLPH�WR�PDNH�WKH�H[SHULHQFH�EHWWHU�
for families and who make the outcomes better for physicians and 
families. But it’s just so important to really push for that consis-

This is the second of a series of Webinars from the Family 
&HQWHUHG�7DVNIRUFH��,Q�WKLV�¿UVW�LQWHUYLHZ��0DU\�&RXJKOLQ���06��
NNP, RNC-E described responding to " The Biological Urgency 
of Families in NICU Based on our Understanding of Trauma."

“I’m going to be one of our three 
speakers today, talking about creating 
and strengthening your family advisory 
partnership councils in the NICU.”

“ I share all that information 
demographically with you because some 
of our patients come from an hour to two 
hours away, which sometimes can create 
challenges for families as they come to 
stay with their babies here in my unit.”

“There are those of us who work in 
paid roles and those of us who work in 
volunteer positions. I can’t emphasize 
enough the importance of really pushing 
and furthering that paid position for 
consistency.”

http://www.NeonatologyToday.net
mailto:LomaLindaPublishingCompany%40gmail.com?subject=I%20have%20a%20great%20idea%20for%20a%20manuscript%21
http://


102NEONATOLOGY TODAY�www.NeonatologyToday.net�October 2022

tency that can come with a paid position.

At Children’s, our family advisory council is set up in this struc-
ture. We do have a hospital-wide council across all departments 
within our Children’s Hospital. Then underneath our Family Advi-
sory Council umbrella, we have smaller FACTs. A FACT is a family 
action collaborative team or a unit-based council. We have PICU, 
NICU, and hematology FACT groups.

We are fortunate in the NICU that this has been a long-standing 
group formed in 2005 by a group of really motivated NICU gradu-
ate families. They worked hard as volunteers with the Peer Mentor 
Coordinator to establish this group, and they have kind of taken 
RQ�GLႇHUHQW�UROHV��6RPH�RI�RXU�1,&8�)$&7�YROXQWHHUV�VHUYH�MXVW�
on that group, while others are also peer mentors. Some volunteer 
members have served on QI teams. We also had a hospital em-
ployee serve as the go-between for our volunteers and the clinical 
team. Our NICU FACT does still, at this time, report to our larger 
hospital-wide FAC.

I share that timeline that really brief timeline with you because 
NICU FACT has had a long timeline of establishment, and along 
with that comes a lot of opportunities for projects and advance-
PHQW��:H�PXVW�DOVR�WDON�D�ELW�DERXW�WKH�HEE�DQG�ÀRZ�WKDW�FRPHV�
with having a long-standing committee, right? At the very inception 
of the group, there was a great deal of motivation and excitement 
over supporting families, and at the time, we were a 59-bed pod-
style unit. Today, we’ve been seven years in our current space of 
75 single-patient bedrooms. So you know, those changes over 
WLPH�KDYH�DႇHFWHG�RXU�)$&�SRSXODWLRQ�

:H�KDG�¿QDQFLDO�VXSSRUW� IURP�WKH�0DUFK�RI�'LPHV�DW�RQH�WLPH��
We no longer have that. We now rely on donor funds and assis-
tance from our capital budgets. 

We have and do review and developed educational materials that 
go out to families. We do continue to try to have those celebration 
and support dinners. We’ll talk about Covid in a little bit, because 
WKDW�GH¿QLWHO\�KDG�DQ�LPSDFW�RQ�VRPH�RI�WKH�ZRUN�WKDW�ZH¶YH�GRQH��
Being mentors, we are really fortunate enough for Children’s to 
have an online parent mentor model. And so, if you were to go to 
our Admin Children’s Hospital website and go under our volunteer 
WDE��\RX�ZRXOG�¿QG�D�OLVW�RI�DOO�RXU�SDUHQW�PHQWRUV�WKDW�DUH�DYDLO-
DEOH�WR�IDPLOLHV��:H�GR�¿QG�WKDW�LW¶V�D�UHDOO\�QLFH�ZD\�IRU�IDPLOLHV�WR�

reach out and get the support that they need at any given time as 
opposed to going through a coordinator. All the parent mentor pro-
¿OHV�DUH�XSORDGHG�DQG�DYDLODEOH�RQOLQH��:H�GR�UHDOO\�HQFRXUDJH�D�
lot of our FAC members to become parent mentors as well. That 
way, we can encourage group and individual mentorship. Face-to-
face meetings, as well as phone calls and email communication. 
Again, Covid had a bit of an impact on that because some of our 
parent mentors are not vaccinated. Currently, we require all vol-
unteers to be vaccinated if they’re going to come to the hospital. 
That said, it’s just kind of propelled us to make sure that we’re 
using other modes of communication, such as phone calls, email, 
and online platforms.

I was asked to talk a little bit about the challenges and solutions to 
maintaining a FAC in the unit. Families are growing and changing 
and relocating over time. As I said, this group was formed back in 
2005. Many of the founding members of our group are no longer 
involved. 

Your volunteer time changes and maybe, repurposed from provid-
ing feedback to NICU to serving on PTOs at elementary school or 
coaching on teams as children get older, so changes in families 
RYHU�WLPH�FDQ�DႇHFW�\RXU�PHPEHUVKLS��,W¶V�UHDOO\�LPSRUWDQW�WR�KDYH�
active and ongoing recruitment and really clear terms of service. 
It’s important for families to know what they’re signing up for. What 
is the duration of time that they’re going to be serving? Is it a year 
or 3 years? How do those cycles work with your FACs? In terms 
of service, what is involved in your FAC? Are folks going to be 
required to come to in-person meetings? Is there going to be an 
online platform? Are they going to be reviewing and developing 
education? What are the QI needs of the team? So those things 
are really important to be upfront with families as they’re signing 
up. Leadership changes can also be a big impact on FACs. Your 
physician and provider leaders, and your nursing leaders all im-
pact the work of the FAC. When leadership changes occur, the 
FAC should remain, and parent participation should still be mean-
ingful in projects.

Sometimes with leadership changes, perspectives change, and 
it’s just still really important for your FAC to continue to have 
meaningful and meaningful quality Improvement projects to par-
ticipate in and parent support opportunities as folks are volunteer-
ing their time. It’s important for them to be able to see the impact 
that they’re making in the unit so that they have that satisfaction 
and they know that the time is well spent in helping families. That’s 
really what they’re there for.

Covid. 

“ We are fortunate in the NICU that this 
has been a long-standing group formed 
in 2005 by a group of really motivated 
NICU graduate families. They worked 
hard as volunteers with the Peer Mentor 
Coordinator to establish this group, and 
WKH\�KDYH�NLQG�RI�WDNHQ�RQ�GL௺HUHQW�UROHV��
Some of our NICU FACT volunteers serve 
just on that group, while others are also 
peer mentors.”

“ Your physician and provider leaders, and 
your nursing leaders all impact the work 
of the FAC. When leadership changes 
occur, the FAC should remain, and parent 
participation should still be meaningful in 
projects.”
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“Whatever the lasting impact of Covid is 
on your institution, it’s really important 
to continue to use online platforms to 
continue engaging families in the work. 
For families who may have children at 
home with long-term needs or families 
who have recently transitioned home and 
[are] not comfortable taking their babies 
out in public, this is a great opportunity to 
leverage online platforms.”
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Unfortunately, the negative impact that Covid has had on every-
thing with regard to families as partners and family-centered care 
is great. I think it’s also been a real opportunity for us to be able 
to leverage online platforms to continue the work. There are some 
FACs who transitioned wonderfully from being in person to being 
RQOLQH��7KH\�ZHUH�DEOH�WR�RႇHU�VXSSRUW�WR�IDPLOLHV�RQOLQH� and that 
was really important. 

Whatever the lasting impact of Covid is on your institution, it’s 
really important to continue to use online platforms to continue 
engaging families in the work. For families who may have children 
at home with long-term needs or families who have recently tran-
sitioned home and [are] not comfortable taking their babies out in 
public, this is a great opportunity to leverage online platforms. I 
often hear in work with families as partners. “Well, you know, we 
can’t get families to participate in our FAC or in quality improve-
ment. They’re just not interested. I respectfully disagree. I promise 
there is always a family that is out there that wants to make the 
experience better for the next family. It’s on us to make sure that 
ZH�DUH�H[WHQGLQJ�WKH�RႇHU�WR�HQJDJH�WKHP�LQ�WKDW�ZRUN��6R�,�FKDO-
OHQJH�DOO�RI�\RX��7DON�WR�\RXU�EHGVLGH�VWDႇ�DQG�WKRVH�IURQWOLQH�IRONV�
who are there day in and day out with families. They can be your 
point people, and they can give you a list of people to consider 
recruiting. Setting up tables at any of your hospital events promot-
ing your FAC is another way to recruit members. Within your unit, 
promote the work of the FAC so current NICU families can see the 
impact of giving back to the unit. This may motivate them to seek 
FAC membership once they are transitioned home. Please ensure 
WKDW�WKH�PHPEHUVKLS�RI�)$&�LV�UHÀHFWLYH�RI�\RXU�XQLW��,�ZLOO�EH�YHU\�
transparent and say many units have yet to crack that nut. Many 
have a patient population where there are a lot of single-parent 
families who may not have additional support at home to take care 
of children or to come to meetings. It’s up to us to continue to re-
cruit families and leverage technology to gain their participation. 
We particularly need to be better at recruiting with a lens of equity. 
We need to really reach out to family members who have incred-
ible insights in the work that we do.

-HQQLIHU�-RKQVRQ¶V�7DON��

I just want to thank you for dedicating this talk to our NICU kids. 
That was really beautiful. Grace will be turning eleven this coming 
Monday. So any opportunity to see her voice and see her name 
on the screen is welcomed. So, thank you. 

As Colby mentioned, I’m the Director of Family and Community 
Outreach, and I want to stress that there is no mention of NICU in 
P\�WLWOH��,�DP�QRW�1,&8�VSHFL¿F��DQG�TXLWH�KRQHVWO\��,�ZRQGHUHG�LI�
I was really right for this talk since my approach is very, very dif-
ferent. Then I kind of thought: you know what?  Maybe someone 
ZLOO�EHQH¿W�IURP�D�YHU\�GLႇHUHQW�DSSURDFK��6R�EHDU�ZLWK�PH��+HUH�
we go. My responsibilities in this job are really threefold, including 
growing an army of diverse families to give feedback and input... 
and of course, that’s what I’ll be talking about today. But I’m also 
out in the community representing the hospital through speaking 
engagements, community engagement, events, and fundraisers. 
And again, having been a journalist for twenty years, I still love to 
tell stories. I still embrace the media, and so I also work with our 
PHGLFDO�VWDႇ�WR�KHOS�WKHP�IHHO�FRPIRUWDEOH�ZRUNLQJ�ZLWK�WKH�PHGLD�
and social media because, you know, we need educated voices 
RQ�WKRVH�SODWIRUPV�QRZ�PRUH�WKDQ�HYHU���,�DOVR�ZRUN�ZLWK�RXU�VWDႇ�
to create medical education videos like the one in the lower part 
of your screen there on the right.  This is on our NICU website 
DERXW�KRZ�WR�IRUWLI\�EUHDVW�PLON�DW�KRPH��ZKLFK�ZDV�LGHQWL¿HG�E\�
RXU�1,&8�IDPLOLHV�WKURXJK�GLVFKDUJH�VXUYH\V�WKDW�'U��-Hႇ�0H\HUV�
helped create, who, I believe, is on this call today! When we iden-
WL¿HG�WKDW�IDPLOLHV�ODFNHG�FRQ¿GHQFH�LQ�WKLV�DUHD�RQ�WKH�VXUYH\V��
we thought, well, let’s do something about that. And so we cre-
DWHG�WKLV��<RX�NQRZ��VLPSOH�YLGHR��,W¶V�DERXW�¿YH�PLQXWHV�ORQJ��DQG�
families can watch it before they leave, and then they can access 
it on our website once they’re home. So that’s some of what I do. 
Again, some of the work that I’m talking about today is actually just 
a third of what I do.

So about our hospital, we’re a part of the University of Rochester 
Medical Center in Rochester, New York. Our Children’s Hospital is 
an eight-story tower. It connects in a few places to our adult hos-
SLWDO��,W�XVHG�WR�EH�VWXႇHG�LQWR�WKH�DGXOW�KRVSLWDO��DQG�WKHQ��VHYHQ�
years ago, we built this beautiful tower. As for the NICU, it is our 
largest unit, [with] forty-four private NICU beds in our tower, as 
well as twenty-four beds in the adult hospital. That’s like a NICU 
step-down unit. Most of those are individual family rooms also. 
We’re often at one hundred percent capacity or more, and it’s the 
only level-one NICU in our region. 

So how did you build the Family Advisory Council or Family Part-
nership Council Programs in your local NICU? Well, I didn’t. May-
be I’m helping to rebuild them. I want to give a huge shout-out to 
our social work clinical manager, Carla LeVant, who, I believe, 

“As Colby mentioned, I’m the Director of 
Family and Community Outreach, and I 
want to stress that there is no mention 
of NICU in my title. I am not NICU-
VSHFL¿F��DQG�TXLWH�KRQHVWO\��,�ZRQGHUHG�
if I was really right for this talk since my 
DSSURDFK�LV�YHU\��YHU\�GL௺HUHQW��7KHQ�,�
kind of thought: you know what?  Maybe 
VRPHRQH�ZLOO�EHQH¿W�IURP�D�YHU\�GL௺HUHQW�
approach.”
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is on this call today! She is a family-centered care pioneer and 
champion at our institution, especially in the NICU.  In fact, what 
you’re seeing on the left here is a poster that she presented in 
2012.

Carla and her small team – some of them are on this call, and if 
I’m leaving you out, forgive me. But they really moved mountains 
to get things going at our Children’s Hospital, and by 2009 they 
had created a family advisory council to gain parental input on 
many policies and procedures.  Here are some of their successes. 
Yes, I agree; she is amazing. Some of their successes include 
expanding parent visiting hours and allowing parents to stay in 
[the] unit during rounds and shift changes. Establishment of a par-
ent advocate/peer support volunteer position. Yes, volunteer. We 
rely heavily on those at our hospital I am paid, but so many of the 
people that we rely on for this work are volunteers. Improvements 
in discharge planning and follow-up and parent participation on 
hospital committees for planning and quality.

So Carla and the small team built this great foundation for this 
work at our Children’s hospital, even bringing in Beverly Johnson, 
who, we just mentioned from the Institute for Patient and Family 
Centered Care to really take their work to the next level, and they 
ZHUH�Rႇ�WR�DQ�LQFUHGLEOH�VWDUW��7KH�PRPHQWXP�IRU�WKLV�ZRUN�NLQG�
of hit a little bit of a pause, just a little bit, when our larger hospital 
system that we’re a part of, really seeing the importance of family-
centered care, wanted to take over that care and sort of bring it 
system-wide.  Don’t get me wrong: a ton of the work that Carla 
and her team established continues and [is] carried on like a fam-
ily advisory council that continues to have representation from all 
across the Children’s Hospital, including the NICU Advisory Coun-
cil. But to be honest, in my role, I don’t know as much about that. 
I know Dr. Meyers is on here, and I think Morgan Kowalski is here 
as well, and they can probably answer a lot more about the sta-
tus of the NICU Advisory Council. But another thing that Carla in-
spired is a strong, strong core of parents who have that lived NICU 
experience. They remain so dedicated to our Hospital  Pre-covid. 
They would come to the unit in person and cold call visiting with 
families, host family dinners once a month, and host scrapbook 
QLJKWV�RQ�WKH�XQLW��,W�UHDOO\�LV�D�UREXVW�HႇRUW��DQG�P\�KDW�LV�Rႇ�WR�
Carla and her team. Everyone helped build this great foundation 
that I got to help build on top of.  But that time that I  mentioned 
ZKHQ� WKH� OHDGHUVKLS�RI� WKH�HႇRUW�ZDV�D� OLWWOH�ELW� LQ� OLPER�VRUW�RI�
allowed some of this work to grow, organically, if you will, which 
is really impressive but not necessarily structured. Some pockets 
grew much better than others, so to try to get a snapshot of what 
was happening in this realm across the Children’s Hospital. That 

was kind of hard, and we know that tracking this work and produc-
ing data on it to measure its impact is important, you know, keep-
ing track of the parents involved in this work. In case, for example, 
the Joint Commission ever comes and says, Hey, what are the 
TXDOL¿FDWLRQV�RI� WKHVH� IRONV"�<RX�NQRZ"�7KDW¶V�TXLWH� LPSRUWDQW��
which actually happened this week to us! And we also know that 
keeping track of the parents and how they’re feeling about this 
work again and it can bring up a lot of feelings about their own 
time there. Keeping track of them and seeing how they’re doing 
because we know that they’re such valuable resources, and we’re 
really trying to tap into their input now more than ever! 

All that is easily said to track all of this, but not easily done, espe-
cially with limited resources. So if we can go ahead and change 
the slide, please. 

I had actually no idea about any of this internal history that I’ve just 
VKDUHG�ZLWK�\RX��,�GLGQ¶W�MRLQ�WKH�KRVSLWDO�VWDႇ�XQWLO�������VR�\HV��
I’m experiencing a little bit of imposter syndrome right now, having 
just heard our last two speakers. But what I knew was after hav-
ing a baby in the NICU in 2011 for seventy-two days, and bringing 
her home on all sorts of medical equipment, and managing her 
around [the] clock care at home, and then having her pass away 
at a year and a half was really very hard. I say that as someone 
who is so privileged to have, you know, a very supportive and 
dedicated spouse, a safe home, reliable transportation, et cetera, 
et cetera, and all of those supports. I say that as someone who 
is privileged to be able to call up the head of our hospital at the 
time and tell her my thoughts on what went well with our care 
and what didn’t go well with our care, and actually to see some 
changes happen as a result of that conversation. And I say that 
as someone who is privileged to have gotten to know a lot of our 
hospital families and hear their ideas for change all across the 
hospital, and not just the NICU. And honestly, I was happy in my 
other job as a journalist. But I had such an urge to do something 
with all of this information, and I was able to brainstorm this all into 
a full-time job and work with the head of our hospital ( A new head 
of our hospital came in 2018), I was able to put this job together in 
part because he’s very encouraging family-centered care. By the 
fall of 2019, I was actually in place doing that job that we created, 
DQG�WKDW�ZDV�DFWXDOO\�WKH�¿UVW�WLPH�,�ZDV�KHDULQJ�WKH�WHUP�³IDPLO\�
center care.” I didn’t realize that there was a term for something 
WKDW�,�ZDV�¿QGLQJ�ZDV�P\�SDVVLRQ�

What were the next steps, and what were the challenges for all 
of this? Well, after I started in this newly dreamed up, Job Carla 
and I connected and tried to regain some of that momentum that 
she and her team had really planted the seeds for and really re-
HQHUJL]HG�WKH�HႇRUW��:H� LGHQWL¿HG�WKDW� LW¶G�EH�JUHDW� WR�JHW�PRUH�
family advisors on the overall Family Advisory Council, you know, 

“So Carla and the small team built this 
great foundation for this work at our 
Children’s hospital, even bringing in 
Beverly Johnson, who, we just mentioned 
from the Institute for Patient and Family 
Centered Care to really take their work 
WR�WKH�QH[W�OHYHO��DQG�WKH\�ZHUH�R௺�WR�DQ�
incredible start.”

“By the fall of 2019, I was actually in place 
doing that job that we created, and that 
ZDV�DFWXDOO\�WKH�¿UVW�WLPH�,�ZDV�KHDULQJ�WKH�
term “family center care.” I didn’t realize 
that there was a term for something that I 
ZDV�¿QGLQJ�ZDV�P\�SDVVLRQ�”
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DQG�TXDOLW\�LPSURYHPHQW�WHDPV��DQG�LGHQWL¿HG�LW�ZRXOG�EH�JUHDW�WR�
get more families on QI committees that already existed or were 
on a list to get started. Same for our Public Relations group, mar-
keting group, and advancement teams, who wanted more families 
who’d be willing to show up and share their stories. And the same 
[happened] for our new bereavement coordinator, who wanted to 
introduce more parents to the work that she was doing. So we can 
go to the next slide, please.

:H�QDPHG�WKLV�HႇRUW� WR� LQFRUSRUDWH�PRUH�IDPLOLHV� LQWR�RXU�ZRUN�
the family connection program, and in late January of 2020, we 
brought a bunch of families together and told them all the ways 
that they could engage, and many of them signed it to engage in 
multiple ways. And this was really a dream come true for me to 
harness the power and insight of families. And then, of course, 
you all know what happened next. Right?

Covid was like, Yeah, not so fast, right? So many of the engage-
ment Opportunities, of course, were put on hold. Families couldn’t 
QHFHVVDULO\�FRPH�LQ��DQG�RXU�VWDႇ�ZDV�VR�EXV\��HVSHFLDOO\�WKRVH�
NICU nurses, that Melanie gave a shout-out to [them] earlier. 

As devastating as Covid has been, it really gave us the wake-up 
call and, honestly, the time to realize that we needed to build this 
program in a way that it could exist virtually and actually, a few 
other ways that have been important to me as well, and I’m go-
LQJ�WR�WDON�PRUH�DERXW�WKDW�LQ�MXVW�D�PRPHQW��%XW�¿UVW��,�ZDQW�WR�JR�
over our engagement opportunities as they currently exist, and 
are presented to all of our families, including our NICU families, so 
we can go ahead and change the slide, please. 

So It might be kind of hard to read on this screen, but I put togeth-
er this chart, and actually, there are a few other pages to it. Not 
only this description of the opportunity but the paperwork that’s 
required and the training that is required. The time commitment 
that’s involved, and who are the contacts for a lot of this work. 
For example, a quality improvement family advisor. We have a 
&/$%6,�FRPPLWWHH��1,&8�KDQGRႇV�FRPPLWWHH�JRLQJ��HPSOR\HH�
safety, and patient behavior that we have parents actively on right 
QRZ��DQG�,�WKLQN�WKH\¶UH�VHHLQJ�WKH�EHQH¿WV�RI�KDYLQJ�IDPLOLHV�LQ-
volved. If we go to the next section, There are our buddy pro-
grams! We actually built this during Covid as a way for families 
with lived NICU  experience who were at least two years out from 
that experience to be matched with a family that was currently in 
the NICU, and these connections were meant to be virtual. So 
we said, you know, connect by text, phone, email or a platform 
like zoom, kind of like whatever works for you guys. And this has 
been a really big lift. We have now a 19-page handbook for our 
Buddy Mentors to follow as they onboard. But it has really caught 

on and is being replicated by our trach and ventilator program, as 
well as our g-tube program, with many more units interested in 
starting a buddy program, including our bereavement coordina-
tor, who i’ll talk about in just a moment. But our third graph there, 
sharing with the public, you know, whether it is again speaking at 
a fundraiser like a golf tournament, or a gala, or simply sharing 
a picture of your child who has a g-tube on our hospital’s social 
media, as we celebrate g-tube awareness month or something 
like that. A lot of families are wanting to share their stories to help 
promote the good that happens at our hospital, so that’s an oppor-
tunity for families to engage.  Bereavement advisors: I mentioned 
WKH�IXWXUH�EHUHDYHPHQW�EXGG\�SURJUDP«�RXU�DGYLVRUV�DUH�GRLQJ�
things like reviewing and standardizing what units give to families 
when a child passes away in the hospital, like a memorial box, like 
If there’s a child in the NICU versus the PICU there might be dif-
ferent things that families get. So they’re looking at standardizing 
those things. We have our Family Advisory Council and Family 
Support there on the right that I mentioned - that strong core of 
making parents cold calling on the unit and host those monthly 
dinners and scrapbooking events before Covid. They’ve missed 
this work. They are itching to get back in our hospital physically, 
and I think you’re just getting the green right now.  We want to 
really expand this concept of support out of the NICU into other 
units. For example, in our hospital, a lot of our oncology patients 
have great community supports, our cardiac patients have great 
community support, but maybe other patients like burn patients or 
orthopedic patients - maybe there aren’t as many community sup-
ports, so maybe we could create those supports for them through 
involving families.

So those are the engagement opportunities, and we’re in the pro-
cess right now, literally right now, of adding this chart to our web-
site so that everyone is aware of what these opportunities are and 
what it takes to be involved. If we can go to the next slide, please. 

So what did Covid teach us about how we should build and run 
this program?  I think that they should exist in these ways. Re-
ally, what’s important to me is that so much of this can run virtu-
ally, and that’s both internally and externally. And what I mean by 
that is, you know, externally, even after this pandemic is hopefully 
over connecting virtually instead of in person may be easier for 
families with medically complex kids or medically fragile kids, of 
course, for families who live far away and can’t make that drive 
into the hospital for a meeting., Internally, many of us doing this 
work, myself included, are working from home.  Space is at a real 
SUHPLXP�DW�RXU�KRVSLWDO��6R�WKH�RႈFH�WKDW�,�XVHG�WR�KDYH���,�GRQ¶W�
have any more at the hospital. I’m talking to you from my base-
ment. So it’s kind of hard to stay on the same page, being in a lot 
RI�GLႇHUHQW�SODFHV�ZKHQ�ZH�UHDOO\�GR�FURVV�GLVFLSOLQDU\�ZRUN��$QG�
so this has been a huge challenge because we already have a 

³:H�QDPHG�WKLV�H௺RUW�WR�LQFRUSRUDWH�
more families into our work the family 
connection program, and in late January 
of 2020, we brought a bunch of families 
together and told them all the ways that 
they could engage, and many of them 
signed it to engage in multiple ways.”

“So what did Covid teach us about how 
we should build and run this program?  I 
think that they should exist in these ways. 
Really, what’s important to me is that so 
much of this can run virtually, and that’s 
both internally and externally.”
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focus on meeting industry standards for the training and paper-
work required of our families while at the same time making it not 
too much of burden that it is a barrier for them to participate. It’s 
¿JXULQJ�RXW�KRZ�WKDW�ZKROH�V\VWHP�FDQ�ZRUN��DQG�WKHQ�KRZ�LW�FDQ�
actually all work virtually -it’s been a big lift, but I think one that is 
important to gather more voices of more families. This program, of 
course, needs to be HIPAA compliant as we talk about all of these, 
\RX�NQRZ��SDSHUZRUN�SDSHUV�À\LQJ�EDFN�DQG� IRUWK�� � ,W�QHHGV� WR�
H[LVW�LQ�DQ�HTXLWDEOH�IDVKLRQ��DQG�LW�QHHGV�WR�UHÀHFW�DQG�PHHW�RXU�
values. For example, diversity, equity, and inclusion training. So a 
little bit more kind of about what that means. The whole process 
of getting family advisors into our system will soon start online. 
6R�\HV��ZH�GR�GH¿QLWHO\�ZDQW�UHFRPPHQGDWLRQV�IURP�VWDႇ��EXW�ZH�
also don’t want it to be a barrier. We want anyone to be able to 
¿QG�XV�DQG�EH�DEOH�WR�VD\��+H\��,�ZDQW�WR�EH�D�SDUW�RI�WKLV��6R�WKLV�
is a Redcap form that gives us their basic information, their lived 
experience, and how they are actually interested in engaging in 
our system. And this also allows us to track them in our system, 
and shout out to Dr. Meyers, who helped me create this a long 
time ago because that Redcap can be a beast!  

The Canadian Premature Baby Foundation - it has this introduc-
tion to NICU Peer support training that is online and in video form, 
and it is absolutely great. Again, Dr. Meyers found this as well. You 
can access it anytime, and it covers empathetic listening and the 
importance of HIPPA, which are hallmarks of our program. We 
have a HIPAA document advisors signed to go along with that 
as well. And what do I mean by existing in an equitable fashion?  
Well, not everyone you know working from home, like has ac-
cess to a printer, for example. So someone sending someone an 
DWWDFKPHQW�WR�SULQW�DQG�¿OO�RXW�DQG�WKHQ�VHQG�EDFN�E\�VQDLO�PDLO�
may exclude some people.  It’s also extra steps for already busy 
families to print it. Fill it out. Find a stamp and put it in the mailbox, 
ULJKW"�6R�ZH¶UH�WU\LQJ�WR�FUHDWH�IRUPV�WKDW�FDQ�EH�¿OOHG�RXW�RQOLQH�
instead. You know, for example, our public relations team. They 
QHHG�SDUHQWV�DQG�JXDUGLDQV�WR�VLJQ�WKLV�YHU\�VSHFL¿F�+,3$$�IRUP�
before they do an interview with the media sharing their child’s 
health journey, or sharing a picture on our social media pages. So 
we’re working on making this form electronic and looking to see 
if Docusign might be an option that checks all the privacy boxes.

How about diversity, equity, and inclusion training? Many work-
places, mine included, required DEI training for employees, and 
we think it’s important to bring this to our family advisors in a form 
that is tailored to them. A lot of us have to sit down and do those 

hours-long trainings where volunteers don’t have time for hours-
ORQJ�VWXႇ��6R�ZH�FUHDWHG�RXU�RZQ�E\�ZRUNLQJ�ZLWK�RXU�RႈFH�RI�
equity and inclusion, as well as a grateful mom who is also a DEI 
consultant, and our hope is that this one-hour virtual, authentic ad-
vocacy and unconscious bias training are helpful, as our advisors 
VXSSRUW�D�IDPLO\�WKDW�PD\�EH�YHU\�GLႇHUHQW�IURP�WKHP��RU�WKH\�PD\�
be advocating for the diverse and beautiful families of our hospital 
through a place on a committee, for example. I’ll be honest. Not 
HYHU\RQH�HPEUDFHG�WKLV�XQFRQVFLRXV�ELDV�WUDLQLQJ�DW�¿UVW��EXW�,¶P�
KDSS\�WR�UHSRUW�WKDW�RXU�¿UVW�WUDLQLQJ�VHVVLRQ�RYHU�WKH�VXPPHU�ZDV�
a real success, and we actually have our second session happen-
ing next week. 

Finally, setting up a system to track all of these trainings and all of 
this paperwork -- and honestly, right now, I kind of feel more like a 
virtual structural architect than someone who is actually connect-
LQJ�ZLWK�KXPDQV�RQ�D�GD\�WR�GD\�EDVLV��6R�,¶P�H[FLWHG�WR�¿QDOO\�
get all of this done and transition to, you know, connecting with 
other parents and seeing how we can support parents.  So if we 
could go to the next slide, please.

'LG�\RX�KDYH�¿QDQFLDO�VXSSRUW"�$QG�KRZ�DUH�\RX�SODQQLQJ�WR�VXV-
tain this? Well, I’m calling for backup. Carla is my partner in crime 
on a lot of this, and we rely heavily on a former NICU Mom as a 
volunteer to help with the day-to-day logistics and keeping track of 
all that paperwork I talked about. I have asked for a Family Con-
nection Program Coordinator to be funded through our hospital’s 
budget, which my boss, who is the head of the hospital, supports, 
but we’re currently in a hiring freeze. So that’s not an option right 
now. Another approach, our NICU, which has a lot of represen-
tatives on this call, is really looking to kick our family-centered 
care into high gear, so we’ve asked a NICU-focused donor to fund 
a position that would head up the NICU-focused components of 
the Family Connection Program that I’ve talked about, and many 
other NICU focused projects. We’re hoping we’ll hear back on 
that very soon.  As far as logistical support, we connected with an 
RႈFH�WKDW�WUDFNV�RXU�RQ�VLWH�YROXQWHHUV�OLNH�RXU�LQ�SHUVRQ�YROXQ-
teers. Even though most of our Family Connection Program advi-
VRUV�DUH�HQJDJLQJ�YLUWXDOO\��WKDW�RႈFH�VWLOO�KDV�WKH�FDSDFLW\�WR�WUDFN�
people. So we were able to rope them in to get some help with 
some of this paperwork.

+RZ� GR� \RX� JHW� EX\�LQ� IURP� VWDႇ� DQG� SK\VLFLDQV� WR� HQJDJH� LQ�
family-centered care?... that’s a good question.  We have some 

“The Canadian Premature Baby 
Foundation - it has this introduction to 
NICU Peer support training that is online 
and in video form, and it is absolutely 
great. Again, Dr. Meyers found this as 
well. You can access it anytime, and 
it covers empathetic listening and the 
importance of HIPPA, which are hallmarks 
of our program.”

“As far as logistical support, we 
FRQQHFWHG�ZLWK�DQ�R௻FH�WKDW�WUDFNV�RXU�
on-site volunteers like our in-person 
YROXQWHHUV��(YHQ�WKRXJK�PRVW�RI�RXU�
Family Connection Program advisors are 
HQJDJLQJ�YLUWXDOO\��WKDW�R௻FH�VWLOO�KDV�WKH�
capacity to track people. So we were able 
to rope them in to get some help with 
some of this paperwork.”
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VWDႇ� WKDW� DUH� DOO� DERXW� IDPLO\� LQYROYHPHQW�� OLNH�'U��'D\�� IRU� H[-
ample. Dr. Meyers and Dr. Day - thank you for the invite to talk 
WRGD\��%XW�ZH�GR�KDYH�RWKHU�VWDႇ�WKDW�,�ZRUU\�DERXW�ZKHQ�LW�FRPHV�
to engage with families.  As mentioned, quality improvement can 
mean looking at where your strengths aren’t, which isn’t neces-
sarily easy to hear. So human nature may mean that we become 
GHIHQVLYH�� ,�ZRUU\�DERXW� WKDW�ZKHQ� LW�FRPHV� WR�VWDႇ�DQG�SDUHQW�
adviser interactions because it takes a lot for a parent or guard-
ian who maybe has been hurt by the system or doesn’t trust the 
health care system to choose to engage back into the system. 
We really need those voices now more than ever. So, we need 
to make sure that everyone’s on the same page about the im-
portance of this family-centered care and family-centered care for 
all types of families. We’re also working on having Bev Johnson 
come back to do a grand round and talk about why is it important 
to have diverse voices? Why do we need to hear this feedback? 
And where does our hospital stand in regard to this work? And 
hopefully, by then, in November, it’ll be our chance to highlight this 
Family Connection Program, which will hopefully be all online by 
then so that everyone knows it as the one place to go for families 
to start their engagement journey in our hospital.

$QG�¿QDOO\��RQ�P\�ODVW�VOLGH��OLNH�0ROO\��,�MXVW�ZDQW�WR�KLJKOLJKW�WKH�
kids in our hospital and say thank you because, yes, like you, this 
slide brings me joy.  

0ROO\¶V�7DON�

I always like to center my talk around my son Max. Max is why I 
DP�KHUH����7KLV�LV�P\�VRQ�0D[��7KLV�LV�WKH�YHU\�¿UVW�WLPH�,�PHW�KLP��
He was born at thirty-two weeks after I was on bed rest for six 
weeks. .. I always like to use this photo because I don’t remember 
this moment.  I don’t remember this photo being taken at all, but a 
very amazing nurse told my husband to take this picture, and on 
P\�VRQ¶V�¿UVW�ELUWKGD\��P\�KXVEDQG�JDYH�LW�WR�PH��DQG��,�MXVW�ORYH�
LW����/RRN�DW�P\�VPLOH��,�¿QDOO\�JRW�WR�WRXFK�KLP��,�GLGQ¶W�JHW�WR�KROG�
him for quite some time. This photo means the world to me, so I 
always like to share it, and here are some pictures of us during 
our NICU stay, Max doing skin-to-skin with my husband and, of 
course, making our way out of the NICU in front of the exit doors. 

Max is now nine and a half. He’s in fourth grade. He’s healthy. 
He’s doing beautifully. He’s the big brother to a younger brother, 
Renzo, but our NICU  experience changed our lives.  Now I work 
with families like ours to try and make the experience a little gen-
tler.

I want to center this talk around our NICU family advisory and 
how we approach family engagement with our philosophy of care. 
So in my unit, several years ago, right before the pandemic, we 
came up with a philosophy of care, and I actually learned about 
philosophies of care through similar networks like this one. Ours 
was co-created by NICU  families for NICU families, and the goal 
is to just really show our parents our commitment to them being a 
part of the care team.

Our philosophy of care reads: Welcome to the Klarman Family 
NICU.  Your family is part of the care team. Here, we value fami-
lies and all the love and knowledge they bring and support the 
uniqueness of all families and cultures. The BI (Beth Israel Dea-
coness Medical Center)  is a sixty-three-bed level three NICU in 
Boston.  We are not a surgical unit. Our rooms are semi-private. 
We have a main unit, and then we have a step-down special care 
unit as well, and we are part of a network hospital system, and we 
are the main level three unit.  We get outborn and retro transfers 
WR�DERXW�VHYHQ�GLႇHUHQW�DUHD�KRVSLWDOV�

2XU�1,&8�IDPLO\�$GYLVRU\�FRPPLWWHH�KDV�DERXW�WZHQW\�¿YH�PHP-
bers, and they inform all aspects of what we call our NICU Cares 
program. So I’m going to talk a bit about our NICU Cares program 
today and the work that I do with the support of the NICU Family 
Advisory Committee and talk a little bit more about sort of how 
those roles intersect. 

It’s incredible how much the NICU world loves acronyms. That’s 
VRPHWKLQJ�WKDW�,¶YH�OHDUQHG�LQ�P\�DOPRVW�HLJKW�\HDUV�LQ�WKLV�¿HOG«�
you guys really love acronyms! So, of course,  NICU Cares is an 
acronym. These are some examples of the day-to-day work and 
really what we care about. So some of our alumni events, some 
of our support documents. The bereavement work and memorial 

“Why do we need to hear this feedback? 
And where does our hospital stand in 
regard to this work? And hopefully, by 
then, in November, it’ll be our chance to 
highlight this Family Connection Program, 
which will hopefully be all online by then 
so that everyone knows it as the one place 
to go for families to start their engagement 
journey in our hospital.”

“Our philosophy of care reads: Welcome 
to the Klarman Family NICU.  Your family 
is part of the care team. Here, we value 
families and all the love and knowledge 
they bring and support the uniqueness of 
all families and cultures.”

“These are some examples of the day-to-
day work and really what we care about. 
So some of our alumni events, some of 
our support documents. The bereavement 
work and memorial service work, which 
is such an important piece of our NICU 
sibling work, on the bottom, you’ll see all 
sorts of roadblocks, and this is sort of a 
painful reminder. ”
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service work, which is such an important piece of our NICU sib-
ling work, on the bottom, you’ll see all sorts of roadblocks, and 
this is sort of a painful reminder. During the pandemic, when our 
resources were very limited, we were not able to have our families 
in some of our shared family spaces. My co-worker and I met very 
regularly to pack brown snap bags for our families, so they had a 
little nutrition and a little bit of,  you know, just a little bit of sugar, a 
little bit of salt so that they could, you know, have help for that long 
day, and then some of the fun events. We do like photography.

Our acronym stands for compassion, advocacy, respect, empa-
thy, and support.

But what does that really look like? It looks like remembering to 
celebrate all the little things that happen in the NICU. All these 
beautiful, incredible milestones for these families that we get to 
be a part of. We have front-row seats to the best and the worst 
days of some of these families’ lives, and it’s really important to 
honor that.

So our NICUCares program was developed to coordinate social 
and informational programs, and it’s meant to help families during 
their baby’s hospitalization. But additionally, NICU Cares program 
helps families connect with other parents during and after their 
hospital day and to stay in touch with us at the hospital.

We involve our parents during and after their NICU stay in a lot of 
GLႇHUHQW�ZD\V��7KLV�LV�MXVW�NLQG�RI�ZDQWHG��\RX�NQRZ��RQH�VOLGH�WKDW�
VKRZV�DOO�WKH�GLႇHUHQW�ZD\V��EXW�WKLQJV�IURP�SDUHQWV�DW�JURXQGV�
for an if you family advisory committee Uh, with your parents on 
our subcommittees graph. We have an online support community 
IRU�RXU�QHHGV�WR�JUDGXDWH�IDPLOLHV��:H�KDYH�GLႇHUHQW�GRFXPHQWV�
to help them be more involved in the day-to-day care of their in-
fants, you know, not. Everybody is ready to be hands-on [with] it, 
so it gives them some very focused things that they can do every 
day to help care for their infants. ! We have a family integrated, 
WHUUL¿HG�KHUH�XK�FXUULFXOXP�DQG�SURJUDP�RQ�RXU�VSHFLDO�FDUH�DQG�
unit that we’re about to roll out to our main unit. ! A lot of us just 
came back from VON. We have ongoing and active bond collabo-
UDWLRQV��DQG�ZH�W\SLFDOO\�KDYH�DQ\ZKHUH�EHWZHHQ�WZHOYH�DQG�¿I-
teen parent advisors. This year, I was the only parent who came, 
and in past years we brought some of our families with us to bond. 
We do one-to-one virtual.

We have a  NICU app that is beautiful. We have a music therapy 
program that I’m very hopeful will restart soon. During the pan-

GHPLF��2I�FRXUVH��ZH�KDG�WR�JHW�UHDOO\�FUHDWLYH�DQG�ÀH[LEOH�DERXW�
how we engaged our families. Through a  donor program, we 
were able to secure some iPads and kindles. We have a reading 
and literacy program. We have support documents and alumni 
events.  A beautiful meditation and relaxation program for our fam-
ilies through our pastoral care services. . And we have a bi-annual 
Memorial Service. 

Our NICU family Advisory committee is the oldest patient and 
family advisory committee in our hospital, and it was created to 
increase programs for NICU Families and create more opportuni-
ties to support NICU Caregivers. It was also created based on our 
family satisfaction surveys. I’m sure all of you are collecting data 
and doing longitudinal studies at discharge about your patient and 
family satisfaction. And So this was in direct response to some of 
the feedback from families. We saw there was a growing demand 
for parent involvement.  Parents really wanted to give back. 

Thanks to our amazing NICU Leadership team, There was a really 
high value placed on that unique parent perspective and also a 
need for funding. The inception of our family advisory committee 
ZDV�DERXW�¿QGLQJ�RSSRUWXQLWLHV�IRU�JUDWHIXO�IDPLOLHV�WR�EH�SKLODQ-
thropic and give back. Our family advisory committee has grown 
VXEVWDQWLDOO\�VLQFH�WZR�WKRXVDQG�¿YH��:H�QRZ�KDYH�DQ\ZKHUH�EH-
WZHHQ�WZHQW\�DQG�WZHQW\�¿YH�PHPEHUV�ZKR�DWWHQG�RXU�PHHWLQJV��
DQG�,�ZDQW�WR�KLJKOLJKW�WKDW�RQH�RI�WKH�PRVW�VLJQL¿FDQW�WKLQJV�DERXW�
RXU�IDPLO\�DGYLVRU\�LV�ZH�KDYH�VHYHQ�GLႇHUHQW�EHUHDYHG�IDPLOLHV�
who also participate. I think it really speaks to the level of care that 
ZH¶UH�SURYLGLQJ�HYHQ�LQ�WKH�PRVW�GLႈFXOW�RI�FLUFXPVWDQFHV�WKDW�RXU�
families want to stay involved and stay connected and improve the 
hospital experience for families that come after them.

So the mission of our NICU Family Advisory Council is to touch 
the lives of each NICU family in a positive and lasting way. Our 
goal is to complement a NICU’s outstanding clinical care and em-
brace the hospital’s commitment to family-centered care with pro-
grams and initiatives that acknowledge and support the family and 
the time of crisis and extend the relationship between the family 

“So our NICUCares program was 
developed to coordinate social and 
informational programs, and it’s meant 
to help families during their baby’s 
hospitalization. But additionally, NICU 
Cares program helps families connect 
with other parents during and after their 
hospital day and to stay in touch with us at 
the hospital.”

“Our NICU family Advisory committee 
is the oldest patient and family advisory 
committee in our hospital, and it was 
created to increase programs for NICU 
Families and create more opportunities to 
support NICU Caregivers.”

“I think it really speaks to the level of care 
that we’re providing even in the most 
GL௻FXOW�RI�FLUFXPVWDQFHV�WKDW�RXU�IDPLOLHV�
want to stay involved and stay connected 
and improve the hospital experience for 
families that come after them.”
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and the hospital well beyond making your discharge.

So the NICU, in fact, supports this mission through representa-
tive feedback on existing and future programming,  facility and 
SROLF\�HQKDQFHPHQWV�� UHGHVLJQ�DQG� UHQRYDWLRQ��VWDႇ�DQG� IDPLO\�
relations, development/ fundraising, and other issues related to 
the needs of NICU families. 

:H�DOVR�KDYH�HLJKWHHQ�GLႇHUHQW� VXEFRPPLWWHHV� IURP�RXU�1,&8�
leadership team. So we have three to four parents on most of our 
subcommittees. So this is another way for our families to be in-
volved. They’re not able to join our advisory committee. We often 
¿QG�RSSRUWXQLWLHV�IRU�WKHP�WR�MRLQ�WKHVH�VRUWV�RI�VXEFRPPLWWHHV��
which are more of a working group, roll up your sleeves type of 
opportunity. They meet monthly. But we only ask our parents to 
join about two to three meetings.

They’re now virtual, for the most part, though they were in person 
before the pandemic, in person. Generally, we start talking to par-
ents about their involvement a year post-discharge, and we talk 
WR�DOO�WKH�VWDႇ�ZKR�KDYH�ZRUNHG�IRU�WKH�IDPLO\�RU�ZKR�KDYH�EHHQ�
H[SRVHG�WR�WKH�IDPLO\�WR�VHH�LI�WKH\�PLJKW�EH�D�JUHDW�¿W���:H�FRQ-
nect with anyone  from their bedside team to their neonatologist, 
respiratory therapist, as well as their social workers to see

,I� WKH\� WKLQN� D� IDPLO\� RU� LQGLYLGXDO�ZRXOG� EH�D� JRRG� ¿W�� �:H�GR�
this thoughtfully and carefully because we are certainly surfacing 
some complicated issues in some of these subcommittees and 
in some of our meetings. It’s delicate, and we want to make sure 
that we’re not traumatizing our families but also that they’re ready 
to share their experience. And if they’re able to take that expertise 
and that experience, and to build better programming and to im-
prove care for other NICU Families. 

But how are we getting these folks involved? So that’s sort of the 
PHDW�RI�WKLV��ULJKW"�6R�ZH�XVH�D�ORW�RI�GLႇHUHQW�FKDQQHOV�WR�FRQ-
nect with our families.  , everything from emails and phone calls. 
We have an alumni group online and on Facebook.  ! We have a 
GLVFKDUJH�QXUVH�ZKR�FDOOV�IDPLOLHV�DQG�VSHFL¿FDOO\�VD\V��+H\��GR�
you want to stay in touch. And then we’re given those emails, and 
ZH¶UH�DEOH�WR�FRPPXQLFDWH�ZLWK�RXU�IDPLOLHV�DQG�¿JXUH�RXW�ZKDW�
level of involvement they’d like. 

I’m in a paid family position. I know I’ve seen some questions in 
the chat about that, and I’d be happy to talk about that a bit more. 
But I’m paid part-time. The hospital employed a program manager 
within my hospital.  So that’s another way that I engage because 
I’m able to be present at the bedside and build relationships with 
these families.  So we cast a really wide net because we know a 
lot of families will express interest, right? But you know, things like 
a pandemic happen.  . And also we know,

as NICU providers, that sometimes a NICU Baby is not the most 
critical thing happening in a family’s life. There are so many dif-
ferent things that happen to our families at any given time. So we 
UHDOO\�ZDQW�WR�¿JXUH�RXW�ZD\V�WKDW�ZH�FDQ�HQJDJH�RXU�IDPLOLHV�EXW�
not add to their stress. 

2QH�RI�WKH�WKLQJV�WKDW�,�WKLQN�LV�PRVW�HႇHFWLYH��6RPH�RI�\RX�PD\�
have heard me say this earlier this year when I gave a similar talk 
at the Gravens Conference earlier this year if you don’t have a 
stay-in-touch document or someone reaching out to your gradu-
ate families to check in and to see if they want to stay in touch, 
start there. That’s a really low-lift thing that you can do to help you 
understand what their interests are, and also to what degree they 
want to be involved.  If you’re keeping something like that active 
DQG�XSGDWHG��DQG�LI�\RX�FDQ�¿QG�D�ZD\�WR�MXVW�JHW� LQ�WRXFK�ZLWK�
your families and ask what they want to stay in touch with you. 
That’s a good starting point. We know that our families want to 
be really a part of things. They want to be involved in our Qi work 
FRPLQJ�Rႇ�RI�WKH�KHHOV�RI�D�ERQG��,W¶V�DPD]LQJ�WR�VHH�ZKDW�IDPL-
lies can add to our quality, improvement, and to our advising. So 
you’re giving them a really great way to help future families and 
give back after their experience.

But it’s all about relationships, right? Because if we’re inviting fam-
ilies to come back and share in a vulnerable way. We really need 
to build trust and establish connections and relationships. So this 
starts at the bedside during their NICU day, and it lasts for many, 
many years, or in some cases, a lifetime. They’ve been sitting on 
our advisory committee since its inception more than twenty years 
ago. You know they Really,

This is such a critical part of their lives, and it was such a touch-

³:H�RIWHQ�¿QG�RSSRUWXQLWLHV�IRU�WKHP�WR�
join these sorts of subcommittees, which 
are more of a working group, roll up your 
sleeves type of opportunity. They meet 
monthly. But we only ask our parents to 
join about two to three meetings.”

“One of the things that I think is most 
H௺HFWLYH��6RPH�RI�\RX�PD\�KDYH�KHDUG�
me say this earlier this year when I gave 
a similar talk at the Gravens Conference 
earlier this year if you don’t have a stay-in-
touch document or someone reaching out 
to your graduate families to check in and 
to see if they want to stay in touch, start 
there.”

“They want to be involved in our Qi work 
FRPLQJ�R௺�RI�WKH�KHHOV�RI�D�ERQG��,W¶V�
amazing to see what families can add 
to our quality, improvement, and to our 
advising. So you’re giving them a really 
great way to help future families and give 
back after their experience.”
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stone for them that they want to be involved. The NICU has 
changed wildly. I know, even for myself. My NICU stay was almost 
ten years ago, and the way that we provide care has dramatically 
changed. So it’s really beautiful to see those changes over time 
and to see how things are moving forward and how your feedback 
is being used.

But in order to get that feedback right. It’s really important to have 
trust. Families need to feel safe in sharing the good and the bad 
about their NICUexperiences. It’s not easy to tell the people who 
have taken care of your infant that while everything was beauti-
ful, there were some things that could have been better. So when 
we’re talking about,

Sometimes it’s really hard to hear about your child as a data point, 
ULJKW"�2U�ZKHQ�ZH�WDON�DERXW�VRPH�RI�WKH�PRUH�GLႈFXOW�WRSLFV��ZH�
need to make sure we’re always using content warnings when 
they’re appropriate. We always need to make sure that we’re giv-
ing families a heads-up. We’re going to talk about something that 
may bring up some feelings and emotions for them. So we need 
to really think about the clinical language that we’re using in our 
NICU settings when we’re bringing parents into this type of work., 
LW¶V� UHDOO\� LPSRUWDQW� WR� WDON� WR�1,&8�6WDႇ��DQG� WKH�QXUVHV��HVSH-
cially about what projects you’ve got going on, so they can see if 
WKH\�FDQ�WKLQN�RI�DQ\�IDPLOLHV�WKDW�PLJKW�EH�D�JRRG�¿W��DQG�D�ORW�RI�
our families are still in touch with their day to day nurses. Right? 
They are updating them, and you know how to their homes. So 
that’s great, that’s a great starting point, and then we also need to 
EH�UHDOO\�ÀH[LEOH�����$�ORW�RI�RXU�ZRUNLQJ�IDPLOLHV�PD\�QRW�EH�DEOH�
to be regular at all soon.   Zoom has been an incredible option 
for engaging families, getting them involved in the day today, and 
sort of making sure that they’re once a month, and then is it too 
much?  ! something that we’re trying to do in our hospital that we 
haven’t had much success with, but I know that it works at other 
units is some night meetings. Not everybody is able to meet and 
burn during the day. But could you do, you know, even if it’s one 
or two night meetings a year or a night zoom meeting. Is that 
something that can happen?  ! Also? Are there opportunities for 
you to involve families over email?  , we’re gonna work online. So 
MXVW�EH�ÀH[LEOH�DQG�EH�XSIURQW�DERXW�WKH�WDVN��6R�ZKDW�LV�WKH�WLPH�
FRPPLWPHQW�ORRNV�OLNH"�:KDW�VWDႇ�DUH�JRLQJ�WR�EH�LQYROYHG�LQ"�'R�
you want to be forthcoming about that? And also, will they have a 
chance to connect with other nations’ families, and do they want 
to do that?

Compensate if you can? I know this is, you know this is hard, right. 
Not a lot of our units even have a paid parent advisor role. But, 

you know, we need to be paying people for the time that they’re 
giving us, and if you’re writing a budget for a grant, or you’re put-
ting a proposal together, add some time for parent participation, 
for their time and for their expertise. We’re not currently compen-
VDWLQJ�RXU�1,&8IDPLO\�DGYLVRU\�FRPPLWWHH��EXW�ZH�GR�RႇHU�WKHP�
free parking and meals when they call in person for things and for 
NICU projects like ours. You know our co-creation of our family 
integrated care program. We had two co-eds who were to keep 
JUDGXDWH�IDPLOLHV��DQG�ZH�RႇHUHG�WKHP�D�VWLSHQG��HYHQ�LI�LW¶V�MXVW�
some hospitals. Why [do] you just really want to show your ap-
preciation for the expertise and for the time commitment because 
a lot of these things can be very time-intensive.

We know that it’s really important to bring in all aspects of NICU 
IDPLOLHV��6R�LI�\RX�KDYH�IDPLOLHV�ZKR�DUH� OLPLWHG�LQ�HႈFLHQF\��RU�
who do not speak English or are limited, using interpreters, hav-
LQJ�VWDႇ�LQYROYHG�ZKR�VSHDN�WKRVH�ODQJXDJHV�LV�UHDOO\�LPSRUWDQW�
to engage those families. And then transportation. I’m not. You 
know some of you may have closer units, but we’re a main level, 
DQG�VRPH�RI�RXU�IDPLOLHV�OLYH�KRXUV�DZD\��'LႇHUHQW�VWDWHV��6R�SUR-
viding transportation, parking, and child care, if possible, is really 
helpful,

and we know, as Mary vested, and I want to echo the importance 
OLNH�ZH�QHHG� WR�EH� UHFUXLWLQJ� LQ�ZD\V� WKDW� UHSUHVHQW�DQG� UHÀHFW�
our patient population. So we need to be prioritizing welcoming 
SHRSOH�IURP�DOO�GLႇHUHQW�EDFNJURXQGV��VR�UDFHV��DQG�HWKQLFLW\��%XW�
QRW�RQO\�WKDW��VH[XDO�RULHQWDWLRQ��IDPLO\�VWUXFWXUHV��JHQGHU�¿QDQ-
cial situations, and physical and mental abilities, Right? The expe-
ULHQFH�RI�GLVDEOHG�SDUHQWV�LV�YHU\�GLႇHUHQW�LQ�WKH�PDNLQJ��6R�DUH�
we. Are we doing what we can to listen to their experience,and 
also education, level, diversity, and family structures. So are you 
engaging LGTQI, headed families? Are you teaching single par-
ents and then culture and adversity. So again, families who are 
not speaking the dominant language in your unit reach out to them 
DQG� ¿QG�ZD\V� WR� FRQQHFW�ZLWK� WKHP��:H�KDYH� VRPH� LQFUHGLEOH�
IDPLO\�DGYLVRUV�LQ�RXU�ERQG�ZKR�ZRUN�DQG�VSHDN�GLႇHUHQW�ODQJXDJ-
es. So it’s always great to sort of tap an expert and see and see 
how they can help you engage.

So, of course, one of the things we were asked to talk about was 
the impact of our family advisory and Covid and parent participa-
tion. And you know something that has sat with me the uh at the 
Gravens Conference earlier in March.  Someone, I believe, from 

“But in order to get that feedback right. 
It’s really important to have trust. Families 
need to feel safe in sharing the good and 
the bad about their NICUexperiences. It’s 
not easy to tell the people who have taken 
care of your infant that while everything 
was beautiful, there were some things that 
could have been better.”

“Are you teaching single parents and then 
culture and adversity. So again, families 
who are not speaking the dominant 
language in your unit reach out to them 
DQG�¿QG�ZD\V�WR�FRQQHFW�ZLWK�WKHP��:H�
have some incredible family advisors in 
RXU�ERQG�ZKR�ZRUN�DQG�VSHDN�GL௺HUHQW�
languages. So it’s always great to sort of 
tap an expert and see and see how they 
can help you engage.”
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the IPCC in the Institute for patients, and I’m getting all my acro-
nyms to use. Anyways, there is a really powerful quote that said 
something along the lines of the pandemic detainee parents.

What the pandemic did to make your parents want the asteroid to 
design a source. I think a lot of families are really feeling like we 
have a lot to come back from, and that, I think, resonated with a 
lot of us, like your families and people in roles like mine. You know 
everything moved virtual, so you know, on the fortunate side, at 
least for our family advisory committee. We moved to virtual quar-
terly zoom calls, and surprisingly we found there was increased 
participation.  Our family provides feedback and hears updates 
about Indicators and Covid in an increased way. But our subcom-
mittee sort of our working groups that were regularly. We saw that 
SDUWLFLSDWLRQ�VRUW�RI�GURSSHG�Rႇ��VR�OHVV�SDUHQWV�DUH�DYDLODEOH�WR�
join the monthly calls. We saw a lot of zoom fatigue. I’m: Sure, 
we’re all experiencing the same. And we, you know, we really had 
to do things like, get really creative emailing for feedback, for doc-
XPHQWV�DQG�HQJDJLQJ�WKHP�LQ�GLႇHUHQW�ZD\V��$QG�ZH¶UH�VWLOO�ZRUN-
ing our way out of that, you know, transparent. I think you know 
what that was saying. Sort of similar. It’s. This is hard work, and 
it’s not easy, and when it works for a little while, something may 
happen, and you’ll have to kind of start over again at the ground. 
But, I’m able to have a community of family advisors who are more 
like one to pick their brains. So know that if you don’t have ques-
tions and they’re building a family advisory, you don’t have to do 
it alone. There’s ten of us who are doing it, too, who, you know. 
:H�PD\�QRW�KDYH�DOO�WKH�DQVZHUV��EXW�ZH�FDQ�KRSHIXOO\�¿QG�\RX�D�
way to work together to build this. So that’s what I’ve got for today. 
I just wanted to say, Thank you again. Here’s my contact informa-
tion. And here are some pictures that bring me some joy.  It’s not 
easy. , but I think it’s so important, and you know I think our fami-
lies appreciate this work. So much so. Thank you for your time.

'LVFORVXUHV��1R�FRQÀLFWV�KDYH�EHHQ�LGHQWL¿HG���

NT

&RUUHVSRQGLQJ�$XWKRU

0DU\EHWK�)U\
1,&8�)DPLO\�&DUH�&RRUGLQDWRU�
$NURQ�&KLOGUHQ¶V�+RVSLWDO
$NURQ��2+�
(PDLO��mfry@akronchildrens.org

Jennifer Jones
'LUHFWRU�RI�)DPLO\�DQG�&RPPXQLW\�2XWUHDFK�
85�0HGLFLQH�*ROLVDQR�&KLOGUHQ¶V�+RVSLWDO
5RFKHVWHU��1<

0ROO\�)UDXVW�:\OLH��0$
1,&8�3DUHQW�DQG�1,&8�)DPLO\�3URJUDP�0DQDJHU�
%HWK�,VUDHO�'HDFRQHVV�0HGLFDO�&HQWHU�
%RVWRQ��0$

“What the pandemic did to make your 
parents want the asteroid to design a 
source. I think a lot of families are really 
feeling like we have a lot to come back 
from, and that, I think, resonated with a lot 
of us, like your families and people in roles 
like mine. You know everything moved 
virtual, so you know, on the fortunate side, 
at least for our family advisory committee.”
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Marybeth Fry�LV�WKH�1,&8�)DPLO\�&DUH�&RRUGLQDWRU�DW�$NURQ�&KLO-
GUHQ¶V�+RVSLWDO�LQ�$NURQ��2KLR��,Q�KHU�UROH��VKH�PHQWRUV�DQG�FRRUGL-
QDWHV�SURJUDPPLQJ�WR�VXSSRUW�FXUUHQW�1,&8�IDPLOLHV��$GGLWLRQDOO\��
she serves on a number of unit and hospital based committees as 
WKH�SDUHQW�YRLFH�LQ�TXDOLW\�LPSURYHPHQW�SURMHFWV��0V��)U\�LV�9HUPRQW�
2[IRUG�1HWZRUN�IDFXOW\�DV�WKH�OHDG�)DPLO\�3DUWQHU�RI�WKHLU�1,&4�DQG�
L1,&4�FROODERUDWLYHV��DQG�([SHULHQFH�%DVHG�&R�'HVLJQ�SURJUDP���

Jennifer Jones�LV�'LUHFWRU�RI�)DPLO\�DQG�&RPPXQLW\�2XWUHDFK�
DW�85�0HGLFLQH�*ROLVDQR�&KLOGUHQ¶V�+RVSLWDO��+HU�FKLOG�*UDFH�
ZDV� LQ� WKH�1,&8��:KHQ�\RX� UHSRUW� WKH�QHZV� IRU����\HDUV� LQ�
RQH�FLW\�WKH�QDPH�³79�QHZV�ODG\´�LV�KDUG�WR�VKDNH�EXW�LW¶V�RQH�
-HQQLIHU�-RKQVRQ�HPEUDFHV�DIWHU�D�FDUHHU�DV�D�WHOHYLVLRQ�QHZV�
DQFKRU��-RXUQDOLVP�LV�ZKDW�EURXJKW�-HQQLIHU�WR�5RFKHVWHU��1HZ�
<RUN�EXW�WKUHH�\HDUV�DJR�VKH�VWDUWHG�D�QHZ�FDUHHU�LQVSLUHG�E\�
KHU�ODWH�GDXJKWHU�*UDFH��*UDFH�ZDV�ERUQ�YHU\�VLFN�LQ������DQG�
ZDV� QRW� H[SHFWHG� WR� VXUYLYH� EXW� EHFDXVH� RI� WKH� H[FHSWLRQDO�
FDUH�VKH�UHFHLYHG�*UDFH�OLYHG�DOPRVW����PRQWKV��<RX�OHDUQ�D�
ORW�EHLQJ�WKH�SDUHQW�RI�D�PHGLFDOO\�IUDJLOH�FKLOG��-HQQLIHU�EHJDQ�
advocating on behalf of patients and families and soon realized 
WKHUH�ZDV�VR�PXFK�ZRUN�WR�EH�GRQH�LQ�WKLV�DUHD�WKDW�LW�FRXOG�EH�
D�IXOO�WLPH�MRE���1RZ��DV�WKH�'LUHFWRU�RI�)DPLO\�DQG�&RPPXQLW\�
2XWUHDFK� DW� WKH� FKLOGUHQ¶V� KRVSLWDO� WKDW� FDUHG� IRU�*UDFH� �85�
0HGLFLQH�*ROLVDQR�&KLOGUHQ¶V�+RVSLWDO���-HQQLIHU�LV�ZRUNLQJ�WR�
EULQJ�WKH�YRLFHV�RI�IDPLOLHV�ZLWK�GLYHUVH�EDFNJURXQGV��GLDJQR-
VHV��RXWFRPHV�DQG�H[SHULHQFHV�LQWR�WKH�GHFLVLRQ�PDNLQJ�SUR-
FHVV�DW�WKH�KRVSLWDO���6KH�LV�RIWHQ�RXW�LQ�WKH�FRPPXQLW\�VSHDN-
LQJ�DERXW� WKH�KRVSLWDO� DQG�DOVR�ZRUNV�ZLWK�PHGLFDO� WHDPV� LQ�
5RFKHVWHU�DQG�DFURVV�WKH�FRXQW\�WR�KHOS�WKHP�IHHO�PRUH�FRP-
IRUWDEOH�ZLWK�WKH�PHGLD�DQG�VRFLDO�PHGLD���

Molly Fraust-Wylie�LV�D�1,&8�3DUHQW�DQG�D�1,&8�)DPLO\�3UR-
JUDP� 0DQDJHU� DW� %HWK� ,VUDHO� 'HDFRQHVV� 0HGLFDO� &HQWHU� LQ�
%RVWRQ���$V�D�GLUHFW�UHVXOW�RI�KHU�H[SHULHQFH�ERWK�RQ�EHG�UHVW�IRU�
��ZHHNV�ZLWK�KHU�VRQ��WR�EHLQJ�LQ�WKH�1,&8�ZLWK�KHU�SUHPDWXUH�
LQIDQW��0ROO\�EHOLHYHV�LQ�WKH�LPSRUWDQFH�RI�FRPPXQLW\�VXSSRUW�
DQG�VKDUHG�H[SHULHQFH�IRU�1,&8�IDPLOLHV���0ROO\�SURYLGHV�WKH�
XQLTXH�SDUHQW�YRLFH�RQ�PXOWLGLVFLSOLQDU\�WHDPV�ZLWK�WKH�DLP�RI�
LPSURYLQJ�WKH�RYHUDOO�H[SHULHQFH�IRU�IDPLOLHV�ZLWK�LQIDQWV�LQ�WKH�
hospital. From developing materials and running educational 
SURJUDPLQJ�RQ�WKH�XQLW��WR�OHDGLQJ�TXDOLW\�LPSURYHPHQW�H௺RUWV�
DQG� FROODERUDWLQJ� RQ� IDPLO\� HQJDJHPHQW�� WR� EHGVLGH� VXSSRUW�
DQG�DGYRFDF\�ERWK�ORFDOO\�DQG�QDWLRQDOO\��KHU�IRFXV�LV�HPSRZ-
ering NICU Families and integrating NICU parents into all as-
SHFWV�RI�GHFLVLRQ�PDNLQJ�DQG�FDUHWDNLQJ��0ROO\�LV�WKH�&KDLU�RI�
WKH� )DPLO\�$GYLVRU\� /HDGHUVKLS� &RPPLWWHH� IRU� WKH� 1HRQDWDO�
4XDOLW\� ,PSURYHPHQW� &ROODERUDWLYH� RI� 0DVVDFKXVHWWV� )DPLO\�
(QJDJHPHQW�&ROODERUDWLYH�DQG�VHUYHV�DV�D�%RDUG�$GYLVRU� WR�
3URMHFW�6ZHHW�3HDV��D�QDWLRQDO�QRQSUR¿W�WKDW�VXSSRUWV�IDPLOLHV�
RI�KRVSLWDOL]HG� LQIDQWV�DQG� WKRVH�ZKR�KDYH�EHHQ�D௺HFWHG�E\�
SUHJQDQF\�DQG� LQIDQW� ORVV��0ROO\�KROGV�DQ�0$� IURP�(PHUVRQ�
&ROOHJH�LQ�,QWHJUDWHG�0DUNHWLQJ�&RPPXQLFDWLRQ�DQG�LV�D�JUDGX-
DWH�RI�'LFNLQVRQ�&ROOHJH�

6WDUW�HDUO\��*R�WR�DOO�\RXU�YLVLWV��(PSRZHU�\RXUVHOI
ZLWK�LQIRUPDWLRQ�VR�\RX�FDQ�PDNH�VPDUW�GHFLVLRQV�
%XLOG�UHODWLRQVKLSV�ZLWK�SURYLGHUV�ZKR�XQGHUVWDQG
6XEVWDQFH�8VH�'LVRUGHUV��68'V��DQG�NQRZ�KRZ
WR�KHOS��3DUWQHU�ZLWK�WKHP�WR�UHDFK�\RXU�JRDOV��
%XW�UHPHPEHU��\RX�GR�QRW�QHHG�WR�EH�DEVWLQHQW
IURP�VXEVWDQFH�XVH�WR�JHW�FDUH��*R�QRZ�

��7KLQJV�\RX�FDQ�GR�WR�LPSURYH�\RXU�KHDOWK
DQG�ORZHU�\RXU�ULVN�IRU�FRPSOLFDWLRQV

5[

8VH�IHZHU�VXEVWDQFHV
8VH�VPDOOHU�DPRXQWV
8VH�OHVV�RIWHQ
/HDUQ�KRZ�WR�XVH�VDIHU

7KHUH�DUH�VLPSOH�WKLQJV�\RX�FDQ�GR�WR�OLPLW�WKH
KDUP�VXEVWDQFHV�PLJKW�GR��

5HGXFLQJ�RU�TXLWWLQJ�VPRNLQJ�LV�D�JRRG�SODFH�WR
VWDUW��6HW�\RXU�JRDOV��WKHQ�DVN�IRU�KHOS��
2QH�RI�WKH�EHVW�WKLQJV�\RX�FDQ�GR�LV�WR�VWRS
XVLQJ�DOFRKRO��:H�NQRZ�WKDW�HYHQ�VPDOO
DPRXQWV�DUH�ULVN\��$QG�ZKHQ�FRPELQHG�ZLWK
EHQ]RV�DQG�RSLRLGV��DOFRKRO�FDQ�NLOO��

0HWKDGRQH�DQG�%XSUHQRUSKLQH��6XEXWH[n�RU
6XER[RQHn��DUH�WKH��6WDQGDUG�RI�&DUH��GXULQJ
SUHJQDQF\�EHFDXVH�WKH\�

(OLPLQDWH�WKH�ULVNV�RI�LOOLFLW�XVH
5HGXFH�\RXU�ULVN�IRU�UHODSVH��
&DQ�EH�D�SRVLWLYH�VWHS�WRZDUGV�UHFRYHU\

<RX�GHVHUYH�D�KHDOWK\�SUHJQDQF\�	�FKLOGELUWK�

(DW�KHDOWK\�DQG�WDNH�\RXU�SUHQDWDO�YLWDPLQV
)LQG�WKH�ULJKW�EDODQFH�RI�UHVW�DQG�H[HUFLVH��
6XUURXQG�\RXUVHOI�ZLWK�SHRSOH�ZKR�FDUH
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GHSHQGHQW
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