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Learning Objective

Explain how family engagement and parental coping affect health and
well-being of high-risk infants and how to address these within

Inpatient settings.
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Importance
of the Infant-
Parent Dyad




Influence of
Experiences
and
Environment
on Functioning




Adoption of
Interdisciplinary

Approach with
Parents as
Partners




-etal and
Neonatal
Complications
and Parenting




Common Challenges

Decision-Making

Medicalization of
Pregnancy, Infancy,
Childhood

History of Infertility,
Loss, and Trauma

Communication with Family
Team Functioning/Cohesion

Cultural Perspectives



Parent Mental Health
and Reciprocal
Interactions

* Interactions with Infant

Misinterpretation of cues
Reduced language exposure
Over/under-stimulation

Reduced engagement in developmentally
appropriate activities

Increased risk for maladaptive interactions

* In Hospital:

Reduced visitation

Difficulties with care activities/prolonged
discharge readiness

Reduced positive engagement and
interactions with team and infant

Trauma symptoms that lead to avoidance of
engagement with the infant



Parent Mental Health = Child Health and
Development

Decreased Increased
playfulness and behavioral
gaze difficulties

Less language
exposure

Maternal
hostility toward
infant

Avoidant/anxious
attachment




* Avoiding rounds/coming at
night

» Decreasing visitation and/or
time at bedside

e Decreased engagement in
care activities and
interactions with infant

Avoidance of stimul,
associated with the event




Irritability toward staff

Hypervigilance to monitors,
baby’s cues

Controlling behaviors

Less sensitivity to infant’s
cues

Impaired
cognition/information
processing

Persistent, increased arousal




* Repeated questioning

 Difficulty with decision-
nEL

* Anxiety attacks with new
information

Anxiety and panic attacks




Progression of PTSD in NICU Parents

* 3-5 days: 1in 3 mothersand 1 in
4 fathers have symptoms of
acute stress disorder

e 30 days: 1in 7 mothers and 1 in
11 fathers have PTSD

Lefkowitz, D. S., Baxt, C., & Evans, J. R. (2010). Prevalence and
correlates of posttraumatic stress and postpartum depression
in parents of infants in the Neonatal Intensive Care Unit
(NICU). Journal of clinical psychology in medical

settings, 17(3), 230-237.

Perinutad Post-Traumtic Stress
Disorder Questionnaire (PPQ) score
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Figure 1. Progression of PTSD in NICU mothers. G1, resilient group;
G2, delayed group; G3, persistent group; and G4, recovered group.

Figure from:
Kim, W. J,, Lee, E., Kim, K. R., Namkoong, K., Park, E. S., & Rha, D. W. (2015).

Progress of PTSD symptoms following birth: a prospective study in mothers of
high-risk infants. Journal of Perinatology, 35(8), 575.



Family
Engagement in
the NICU

» “Active participation in care
and decision-making driven by
parent desires, needs, skills,
and values” Samra et al, 2015

.



Participation in
Care

* Presence in the NICU

* Learning Environment
* Family-Centered Care
* Emotional Well-being

* Understanding of Infant’s Needs
and Behaviors




Disparities in
Visitation

Income

Travel time

Other children in home

Hospital visitation policies (e.g.,
during COVID)

i
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Bourque et al, 2021




COVID-19 * 83% of hospitals allowed 24/7 visitation pre-
Im pact; pandemic = 53% during pandemic

. co : L.
Reduced 5% hospitals allowed no !oarental visitation
e 25% only one parent during stay

* 85% only one parent at a time

Visitation

* Significant reduction in visitation

e March - May 2019: 97% of days = March -
May 2020: 47% of days

 Lack of usual housing support options

e Disproportional effect on family from diverse
backgrounds




Eﬁ:e CtS Of . I(Djlr;r;tal reports of inadequate bonding

REd U CEd * Interference with breastfeeding (34-36%)

e 24% reported severe effect on
breastfeeding

Visitation

Ashini et al., 2021; Muniraman et al., 2020




Other Factors .
Affected by COVID-19

Reduced support staff availability

* 23% hospitals had reduced developmental
therapy services, lactations services, and
social work services

Decreased opportunity for parent peer support

Reduced social interaction and face-to-face
interactions

Increased mental health challenges in parents



Participation in Decision-Making

* Listening, understanding, and
advocating values of the
family

* Being heard
* Feeling trust
* Using voice




The Role of
NICU
Psychologists =
-acllitating
Connection




Department of Psychiatry
SCHOOL OF MEDICINE

UNIVERSITY OF COLORADO ANSCHUTZ MEDICAL CAMPUS

Connections
Program for
High-Risk Infants
and families

W : for all for life.




MISSION AND
VISION

The Connections Program promotes optimal long-term
developmental, behavioral, medical, and family
outcomes of infants born with medical complications
from pregnancy through early childhood.

To accomplish this we:

* Decrease symptoms of perinatal mood and anxiety
disorders and trauma that result from the experience
of being a parent to a child with special health care
needs

* Improve the quality and frequency of infant-caregiver
interactions through dyadic interventions

*  Promote family engagement with the medical team



Interventions

* Individual and Family

System
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MATERNAL SCREENING

* Perinatal Period (per ACOQG)

e 21d or 31d trimester

Administer screen (behavioral health team)

Score immediately
» Immediate postpartum

Triage for positive scores (>9 or any

* 6-8 weeks postpartu ~1dali
Wweeks postpartum suicidality endorsed)

* Timepoints (per AAP)

Referrals for outpatient supports with

1 month . )
coordination of care

* 2 months

* 4 months

* 6 months




ANTEPARTUM SUPPORT

* Accepting uncertainty (ACT techniques)

« Enhancing sense of physical, physiological,
and cognitive control (biofeedback, exposure
interventions for procedure prep)

» Allowing both positive and negative

emotions to be recognized and expressed
(ACT and CBT techniques)

« Setting boundaries (communication training

and rehearsal)




PRELIMINARY DATA: CESAREAN EXPOSURE

INTERVENTION

Construct Control Group | Treatment Group Mann-U Whitney Test U Effect Size Cohen’s D or
N=10 N=10 (Fisher-exact P (2-sided test)) | Hedges g
Median (IQR) Median (IQR)

Preoperative Anxiety (VAS) 51.00 (19.50) 25.00 (40) U= 11.00 (.05) g=1.22

Postpartum State Anxiety 45.50 (15.25) 28.00 (9.5) U =2.50 (<.01) g=222

Postpartum Trauma 25.00 (32.00) 11.00 (17.5) U =22.50 (.35) g=0.81

Oxycodone (mg) at POD2 15.00 (21.50) 3.50 (10) U= 23.00 (.04) D =1.08

Oxycodone (mg) at POD3 0 (17.50) 0 (5) U = 34.50 (.25) D =0.80

Oxycodone (mg) at POD4 0 (10.00) 0 (0) U= 33.50 (.22) D=0.76

Number of Oxycodone 5mg Pills prescribed at discharge | 17.50 (10.50) 12.00 (20)* U=29.00 (.21) g=0.88




NICU SUPPORT

» Accepting uncertainty (ACT techniques)

* Building sense of self as parent (ACT techniques, dyadic
Intervention)

 Facilitating parent-infant interactions and developmentally
appropriate play (dyadic intervention)

* Empowering parents to address challenges associated with
prolonged NICU stays/parenting high-risk infant (problem-
solving skills training)

« Setting boundaries (communication training and rehearsal)




HEALTH BEHAVIOR ASSESSMENT

Parent and Caregiver Interview(s):

Modified Working Model of Child/Infant

Parental concerns

Family understanding of condition and anticipated medical
course

* Family understanding of their role in the care of the infant

* Engagement in developmentally/medically appropriate
interactions with the infant

* Bonding/attachment

* Reports from staff regarding baby’s developmental and state
regulation

Direct Observation:

Infant-Toddler Mental Status Exam

* Appearance

* Apparent reaction to situation
* Self-regulation

* Motor

* Speech/language

* Thought

+ Affect & Mood

* Play

* Cognition

e Relatedness




NICU Intervention Pathways

Connections Program Group

Perinatal Mood, Anxiety, Trauma
Referral for outpatient intake

Concerns Individual services (psychotherapy,
biofeedback, psychiatry)
Education
A h C o ) Cognitive reframing
ttachment Concerns Dyadic intervention interpretations/expectations

Coaching interactions and responsiveness

Assertiveness training, setting

Communication Concerns . oo .
expectations, communications training

Coping Concerns Problem-Solving Skills Training (PSST)

Psychoeducation

Posttraumatic Stress (related to
NICU)

Relaxation

Exposure




CBT Based
Interventions
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NICU in

Clarifying NICU Caregiver Values and Meaningful Activities

[]
Worksheet information:
The tough stuff: Caring for a baby in the NICU can feel overwhelming and like much of the control

is out of your hands.

The good news: There are meaningful actions you can take while your baby is in the NICU to help
create a strong bond, assist in your baby’s development, and increase your capadty to cope
effectively.

Goals of this worksheet: (1) Understand what values are and why they matter to you as a NICU

C I d e nt Ify Ca reg IVI n g Va | u e S caregiver (2) Create a list of caregiving values and activities to do with your baby while in the

NICU (3) Create a schedule for activities to commit to

What values do you hold as a parent?

e Align with activities in the
NICU and after discharge st he s on s oms

Y

e Mindfulness-Based Activiies

Use the compass as a tool to help guide you towards parenting your baby ina
meaningful way by:

1. Be aware of yourvalues (points on the compass)

2. Check-in with yourself to see if you are following the points on the compass (actions
according to your values) or veering off course (actions not aligned with values)

3. Ifyou are veering off course, commit to an action that fits with your values

3 NICU in ACTion developed by Brittany N. Rubin, PsyD
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OVERARCHING GOALS FOR
DYADIC PROTOCOL

Increased family engagement

Improved bonding

Increased comfort with hospital
environment




7 SESSION DYADIC PROTOCOL

Phase 1 — Low/No Stimulation Phases based on GA and/or
Developmental Stage

Blanket Making Mindfulness ,
Manual includes:

 (Considerations for
clinician

« Session Goals

* Instructions

* Questions, Reflections,
Prompts for family

Phase 2 — Parent as Expert, Impacting NICU Environment

All About Me Setting Routines Footprint Art

A 4

Phase 2 activities can be

Phase 3 — Short- and Long-term Development repeated as baby grows

Developmentally Appropriate
Play

Exploring Sensations




PHASE 1: 24-26 WEEKS

Blanket Making

» Caregivers often express desire to
“do something” for their baby

* This can feel much harder when
baby needs little or no stimulation

* Calming activity, allows for
reflection on how blanket can be
used with baby now and in the

Mindfulness

e Choice between Guided
Visualization and Fidget Cube

» (Goals: decrease stress, increase

caregiver ability to be present,




Blanket Making

* “| can do something at
bedside”

e 9% increase

* “My distress level at
bedside”

e 10% decrease

| like making something for her.

The baby likes the blanket, she snuggles down into it more than the hospital blankets. Feels like
you can do something that you can do when you can't hold your kid, it's an easy activity, not
super challenging when you can't do much.

Gave me something to do

It was fun

It was nice to be able to do something for him while I'm here.

Pretty calming to sit and tie it. One of my favorite things to do is make things.
| would do it again, | would like to do it again, it was interesting

That was fun! The fact that it is something | can say that | made, kind of like a chef or an artist -
at the end of the day its my work, my masterpiece. Its not something bought at the store.

The time went very fast when | did it. It was very distracting when | was here
It feels good to do something for my baby. It feels nice

| loved it. It helped me when I'm up in the middle of the night pumping and my mind goes
everywhere

It was good bonding for us and for her. Are there more activities we can do?



* “How confident are you in your
ability to intentionally focus your
attention for brief periods of time?”

e 33% increase

* “When you're feeling anxious or
worried about your baby, how well
do you feel you calm yourself? ”

* 33% increas

Easy to remember, just five senses and count
down

| liked saying the prayer

Loved every minute, likes having a new set of
ears, a new source of reassurance, gave
peace of mind and gave me something
specific to do



9

5 ALL ABOUT ME

My name was chosen
because

My caregivers are

I was born on
My caregivers are
excited for me to meet

My caregivers love to

lam old.

| love when

| don'’t like when

I’'m leaming how to grow
and develop. I'm also
leaming

I’'m really good at

If | were an animal, | would

with me. be a
My caregivers like to read
to me. My theme song would be

Something special about

me is

. My super power would be

My caregivers want me to

know

Connections Program

for High-Risk Infants
and Families

PHASE 2: 27-32 WEEKS

 All About Me

« Family completes and sheet stays at
bedside

» Goal: increase reflective capacity and
internal representations of baby & self as
parent

* Prompts:

* What was this activity like for you?

* Were some questions easier to answer than
others? Harder?



All About Me

* “I know my baby
best”

* No change

* “I am able to describe
my baby’s personality.”

e 10% increase

It's fun to think about her like this

It was cute and fun

It was fun to do with my husband

Thinking about his individual personality, his different likes and
dislikes. | liked giving him a theme song and an animal, and | like
thinking about [and] getting excited thinking about who he is going to
be when his done with all his different interventions and does more
than sleeping...

| like that it made me think about things | wouldn't otherwise. | like
that it made me think of him in a different way



PHASE 2: 27-32 Weeks

 Setting Routines » Footprint Art 8 =3

- Walk parents through creating a * Create keepsake with parents

routine for when they are present * Goal: positive touch, reading infant

» Goal: psychoeducation, connecting cues, hands-on opportunity

NICU to home, parents as experts * Prompts:
* Do you think your baby is ready for
this activity? How can you tell?

 How do you want to decorate it?

. . : What themes/colors etc do you
 How might you communicate this

; : : think your baby would like or
¢ 0 )
routine with the medical team? o\ : / 7 reminds you of your baby?

LI

* Prompts:

 What do you notice about your baby
when you’re singing/reading?



Setting Routines

* “l engage in activities
that | always envisioned |
would as a parent” (1-6
scale)

e 10% increase

e “l can influence aspects
of my baby’s day”

e 10% increase

| like having another book for him

Conversation where he can keep hearing my voice and different words, because otherwise it's just 'hi
how are you' and 'oh you're so cute'

There's stories that | read with my older two children, so it feels very normal. It's just reading to my
baby - it's the same thing we do at home.

Read it together with partner, | saved it for when [Father] was here
It felt like he is actually listening

| don't know how she feels, she opens her eyes and closes them. It's very good, feels normal. When |
pray (as part of routine set) she falls asleep.

It's a nice story for children. | read her the bible, sometimes she's awake and looking at me, | think it's
nice

| get to read to my child - one day he will read that to me. We are adding to it, like what does he like
about each page. It was a rewarding experience.

| can instill in him the books | liked as a kid. It's cool to go back and remember, and have that bonding
moment to sit there and read. | sing to him too so he can hear my voice. It's a little bit of normalcy. It
hurts to leave him but doing things helps.

| shared the book with my other kids. It helped us feel connected since they haven't been able to meet
him.

| think it's a great idea. It helps me think about how to talk to him, to part with him, to say goodbye,
calm down and get ready for bed. Probably doesn't matter to the NICU baby but it matters to the
parents



Systems Approaches to Improving Care

* Addressing disparities in family-
based care

* Providing trauma-informed care

* Educating nurses about
appropriate neurodevelopmental
care

* Improving interprofessional
communication, especially related
to developmental care




Model for Improvement




Systems Approaches to Improving Family Engagement

 What are we trying to accomplish?
* Ql Project to Improve Parental
Participation in Nursing cares

e Allows for education for
parents

e Parent-infant interactions
* Team-parent communications

e SMART aim:

* 90% of families with stays >14
days will participate in cares
at least 4 days per week

NICU Participation %



Length of Stay and Parent Visitation

* How will we know change is an
approvement?

 Participation at 4 weeks:
* Met goal: LOS 78.48 days
* Not met: LOS 108.71 days

* Participation at 8 weeks:
* Met goal: LOS 99.63 days
* Not met: LOS 128.56 days
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Diving Deeper into the Data

100

 What change can we make that will
result in improvement? 0

80

 Infants with Medicaid (or uninsured
status) at birth had overall lower rates
of meeting parental participation in
cares goal in comparison to those with
commercial insurance.

70

60

50

40

% Made 4 Days of Cares

30

* This discrepancy increased over length
of stay, particularly around the 8-week 20
point (DOL 56). 10

0
21 28 35 42 49 56 63 70 77 84 91

DOL



Intervention

Promote engagement in virtual cares
using iPads




Implementing the Ql Process

* Leadership buy-in

 Mechanisms for data collection ::dpgp'h -
change, roll out the
improvement

¢ Predict what will happen

e Plan the cycle (who,
where, what and how)

¢ Decide what data to
gather

N
+ Set improvement goals

* Getting nurse buy-in

* |dentifying small roll-out (PDSA)
cycles

¢ Carry out the plan

¢ Document any
problems encountered
and observations

+ Gather data

Fully analyse

 Implementing and modifying as - o
appropriate while tracking data v Eenoelearing
for changes




Future Directions

* Encourage additional family
engagement when they cannot
be at bedside

* Partner with regional
consortium to implement the
model of virtual cares at other
NICUs — using PDSA cycles




The Journey Continues After Discharge



Outpatient Programmmg @]J Department of Psychiatry

SCHOOL OF MEDICINE
UNIVERSITY OF COLORADO ANSCHUTZ MEDICAL CAMPUS

Patients and partners with

Perinatal/Family Mental Health Other Services
pregnancy and neonatal
complications

Young Children
? Developmental Evaluations
* Individual therapy

L J
I . /9 _
* Medication consultation WP““"""C"'” g

Parenting Supporting

e Group therapy

e Women with fetal loss

* Women with high-risk pregnancies Support Groups
* Parents of high-risk infants after NICU SSIE; TR AR

. Parents with newborn loss
discharge




Group Services:
Mom-Baby Group

e Mom-baby dyadic intervention
e Mother only group

e Reduce feelings of isolation
e Learn evidence-based coping skills

* Improve/encourage parent-infant
interactions

e Construct narrative about NICU
experiences




Child and Parent Services

Parenting Support Intervention
* 4-6 sessions

* Children born with complex
medical needs and/or their
siblings

e Goals:

e Support understanding of unique
strengths and needs

* Adopt strategies to support
positive interactions and
behaviors

Developmental Testing +

Parenting Consultation

* Children born with medical
complications

* Ages 1-3 years

* Assess current development and
needed supports

* Support parents in
understanding and responding
to these needs



Thank You




