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Abstract

Objective: Pediatric health systems are increasingly screening caregivers for unmet social needs.
However, it remains unclear how best to connect families with unmet needs to available and
appropriate community resources. We aimed to explore caregivers’ perceived barriers to and
facilitators of community resource connection.

Methods: We conducted semi-structured interviews with caregivers of pediatric patients admitted
to one inpatient unit of an academic quaternary care children’s hospital. All caregivers who
screened positive for one or more unmet social needs on a tablet-based screener were invited to
participate in an interview. Interviews were recorded, transcribed, and coded by two independent
coders using content analysis, resolving discrepancies by consensus. Interviews continued until
thematic saturation was achieved.

Results: We interviewed 28 of 31 eligible caregivers. Four primary themes emerged. First,
caregivers of children with complex chronic conditions felt that competing priorities related

to their children’s medical care often made it more challenging to establish connection with
resources. Second, caregivers cited burdensome application and enrollment processes as a barrier
to resource connection. Third, caregivers expressed a preference for geographically tailored, web-
based resources, rather than paper resources. Lastly, caregivers expressed a desire for ongoing
longitudinal support in establishing and maintaining connections with community resources after
their child’s hospital discharge.
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Conclusion: Pediatric caregivers with unmet social needs reported competing priorities and
burdensome application processes as barriers to resource connection. Electronic resources can help
caregivers identify locally available services, but longitudinal supports may also be needed to
ensure caregivers can establish and maintain linkages with these services.
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Introduction

Health-related social needs, which are defined as adverse social conditions associated with
poor health outcomes, can negatively impact children’s health and development.1=> The
American Academy of Pediatrics therefore recommends that pediatricians routinely screen
patients and caregivers for unmet social needs.5 In addition, the Centers for Medicare and
Medicaid Services (CMS) are currently evaluating strategies for identifying and addressing
patients’ social needs, including food insecurity, assistance with transportation, assistance
with utilities, and mental health support, through the Accountable Health Communities
Model.” Several state Medicaid agencies have also implemented programs and policies
incentivizing providers to screen for and address social needs.8

As health systems across the country develop and implement social needs screening
programs in response to these guidelines and incentives, it will be critically important

to ensure that screening is used as the starting point for a discussion regarding families’
priorities and preferences, rather than an automatic indication for referral, and that families
who express a desire for support related to their social needs can be linked to available

and appropriate resources.® Screening for unmet social needs without a feasible means

for prioritizing caregiver preferences, providing relevant resource referrals, and supporting
caregiver follow through can lead to frustration among both providers and patients and erode
families’ trust in the healthcare system.10

However, it remains unclear how health systems can most effectively use the results of
social needs screening to link families to community resources that will address caregiver-
prioritized unmet social needs. Several previous studies of social needs screening followed
by telephone-based or web-based resource referrals have shown low rates of successful
linkage to resources, ranging from less than 10% to 33%.11-14 These low rates of linkage
may be due to both inadequate support from health systems and caregivers’ mistrust

of social service programs, stemming from previous negative interactions with the child
protection or criminal justice systems.1® As screening becomes more widespread, it will be
crucial for health systems to understand how to successfully link families with resources in a
manner that is consistent with their preferences and builds trust in health and social service
systems.

Prior qualitative studies of social needs screening interventions have focused predominantly
on caregiver perspectives regarding the acceptability of screening and on their perceptions
of verbal and tablet-based screening.16-18 These studies have found that the majority of
caregivers believe social needs screening is acceptable across clinical settings and that many
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caregivers prefer the confidentiality of tablet-based screening to verbal screening. However,
few studies have specifically explored caregivers’ perceived barriers to connection with
community resources and elicited their preferences for health-system based assistance.

We therefore designed a qualitative study of caregivers with one or more unmet social
needs to explore: (1) perceived barriers to connecting with resources targeted to their needs,
and (2) perceived facilitators of connection with resources, and (3) preferences for how
health systems could most effectively support this process. This study was conducted before
and during the novel coronavirus (COVID-19) pandemic, and therefore, as an additional
exploratory aim, we sought to identify additional barriers to resource connection that
caregivers may have faced during the pandemic.

This qualitative study was nested within a quality improvement project in which our

team implemented (1) tablet-based social needs screening and (2) use of an electronic
resource map website to support referrals, on an academic quaternary care children’s
hospital inpatient unit.19 Patients on this unit are admitted to either a complex care or
general pediatrics service and are cared for by a single care team, including pediatric
resident physicians, attending physicians, nurses, a social worker, a case manager, and

a care team assistant (CTA). CTAs are trained team members who assist providers with
non-clinical tasks including engaging with family members and bedside nurses to support
their participation in family-centered rounding.20

The tablet-based screener was administered by the unit CTA, who approached caregivers,
introduced the opt out social needs screening questionnaire, and then provided caregivers
with support in completing the questionnaire, if requested. The questionnaire (Appendix 1)
included validated screening questions across five domains: food insecurity, difficulty with
transportation, difficulty paying for utilities, depressed mood, and intimate partner violence.
These domains were selected by our multidisciplinary team of social workers, nurses, and
physicians because they were felt to be the most amenable to intervention and provision

of local resource support. Screening questions were adapted from the Accountable Health
Communities screening tool and the CDC toolkit for intimate partner violence prevention
and included the validated Hunger Vital Sign to screen for food insecurity and the PHQ-2 to
screen for caregiver mental health needs.21-26

After caregivers completed the questionnaire, the CTA showed them how to use the
electronic resource map, a searchable web-based database of community resources, to find
programs and services in their area. Caregivers were able to use the resource map either

on their own mobile device or on hospital-provided tablets in each patient room. Caregivers
could text or email resources to themselves, and all caregivers received information about
the website, which is publicly available, as part of their discharge paperwork. Caregivers
who screened positive for one or more social needs also received a social work evaluation
prior to discharge.
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The resource map used in this study was created by our study team in partnership with

Aunt Bertha, a public benefit corporation focused on helping individuals connect with social
services.2’ Hospital social workers partnered with Aunt Bertha’s team to identify and vet
local and regional resources and optimize the order of resources listed within its resource
search engine.

Study Participants and Recruitment

Caregivers were eligible for inclusion in this qualitative study if they (1) screened positive
for one or more social needs, (2) were 18 years of age or older, and (3) were able to
understand and speak fluent English. Our sampling strategy, guided by our conceptual
framework, established a goal of sampling caregivers from a range of circumstances. To
this end, purposive sampling was used to recruit caregivers who: (1) endorsed each of the
five included social needs, (2) had only one social need, (3) had multiple social needs, (4)
had children admitted to the general pediatrics service, and (5) had children admitted to the
complex care service.

After completing the screener, eligible caregivers were asked whether they would be willing
to participate in a semi-structured interview either during or after their admission. Caregivers
who expressed willingness to participate were contacted by a study team member who
explained the study purpose and procedures, reviewed eligibility criteria, and confirmed
their interest in participating. Caregivers received a $25 gift card for participation. The
Children’s Hospital of Philadelphia institutional review board deemed this study non-human
subjects research.

Data Collection

We first developed a conceptual model for linkage to community resources (Figure Al)
adapted from the Integrated Behavioral Model.28:29 We then created a semi-structured
interview guide (Appendix 2) with prompts mapped onto the major drivers of resource
linkage included in our conceptual model. The guide was specifically designed to first assess
caregiver perspectives on screening and then explore perceived barriers to and facilitators

of linkage with resources, as well as their preferences for assistance. We used open-ended
questions to encourage caregivers to share barriers and facilitators related to not only the
five social needs domains included in our screener, but also any other social needs they had
experienced. The guide was pilot tested and refined based on feedback from three caregivers
who met inclusion criteria.

With verbal informed consent, we conducted 14 semi-structured interviews in February-
March 2020 and 14 semi-structured interviews in July-October 2020. For the second set of
interviews, we modified our interview guide to include two additional questions exploring
barriers to accessing resources during the COVID-19 pandemic.

A researcher trained in qualitative techniques conducted all interviews either in-person
during a child’s admission, or over the phone (to minimize in-person exposures during the
pandemic) within a week of hospital discharge. At the time of the interview, caregivers were
asked to report their age, race, ethnicity, highest level of education completed, and receipt
of Supplemental Nutrition Assistance Program (SNAP) or Special Supplemental Nutrition
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Program for Women, Infants, and Children (WIC) benefits. Information about children’s
age, insurance status, and presence of complex chronic conditions (CCCs) was abstracted
from the electronic medical record. Demographic information was recorded and stored
securely using a Research Electronic Data Capture (REDCap) database.

Data Analysis

Results

Interviews were digitally recorded, transcribed, deidentified, and entered into QSR NVivol2
software for data analysis. We used content analysis to code the interviews inductively. A
unique coding scheme and dictionary were developed based on the first five interviews,

and codes were evaluated and revised after each coding session, consistent with a constant
comparative method. Two members of the study team (A.V. and O.D.) coded each interview
transcript independently. Through an iterative process, we reviewed codes, identified
emerging themes, and resolved discrepancies through consensus. Interviews were continued
until thematic saturation was reached.

We approached 31 caregivers who screened positive for one or more social needs from
February-March 2020 and July-October 2020. Two caregivers declined participation, and
one caregiver initially consented to participate but could not be reached by phone following
hospital discharge. Twenty-eight interviews were completed. Demographic characteristics of
participating caregivers and their children are presented in Table 1. Most caregivers were
mothers, with a mean age of 33 years. Forty-three percent identified as Black or African
American, and 11% as Hispanic or Latino. More than half reported two or more unmet
social needs. The most frequent social needs were depressed mood, food insecurity, and
need for assistance with utilities. The majority of participating caregivers had children who
were Medicaid-insured (82%) and had one or more CCCs (68%). Inter-rater reliability
analysis of coded transcripts produced an average kappa statistic of 0.87.

Barriers to Resource Connection

We identified two primary themes related to barriers to resource connection (Table 2A).
First, caregivers described competing priorities related to caring for a chronically ill or
medically complex child as a significant barrier to both identifying available resources and
connecting to these resources. One mother of a medically complex infant who screened
positive for depressed mood described prioritizing her child’s needs over her own, saying,
“I’m going to make sure that my baby has everything they need before | take care of
myself...therapy for me, that’s not really what comes first.” Another caregiver described the
stress of applying for benefits while caring for her child, saying, “You don’t want to do the
applications, you don’t want to sit on the phone with someone for 45 minutes running down,
‘How many people live in your household? How much income do you have?’ when your
brain is thinking, ‘Is my kid going to be okay?’”.

Second, caregivers described challenges they faced in enrolling in and utilizing government
benefit programs, like WIC, SNAP, and the Low-Income Home Energy Assistance Program
(LIHEAP). One mother who screened positive for difficulty with utilities said, “Right now,
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I’m applying for LIHEAP, and | have to get these letters saying that my other son doesn’t
have any income, stupid things like that. That makes it hard, little things that prolong

the process that shouldn’t. My son is three. They should know he doesn’t work.” Several
food insecure caregivers described barriers associated with obtaining and redeeming WIC
benefits, including long wait times in the WIC office, difficulty identifying WIC-eligible
products in stores, and difficulty redeeming WIC paper vouchers. One mother said, “Sitting
in the WIC office for hours is horrible. Just having to sit in the office with your baby,
especially if they’re sick. But they’re giving formula to feed your baby, and | would do
anything for that.”

Facilitators of Resource Connection

We identified two primary themes related to facilitators of resource connection (Table 2B).
First, most caregivers expressed appreciation for electronic resources, rather than paper
resources, and for resources specific to their own neighborhood and community. One
mother said, “A brochure, | would lose as soon as you hand it to me, 1’d put it down.

But you give me this website, and | can go on it whenever | want.” While the majority

of caregivers identified electronic resources as a facilitator of resource connection, one
caregiver noted that offering the option of paper resources might be beneficial for families
with limited internet access, saying, “Some people don’t have the means to get the internet,
and especially in the time that we’re in...So for them, paper might be better.”

Many caregivers living farther from the hospital expressed appreciation for an electronic
resource map that included information about programs and services closer to their home.
One mother noted, “It’s nice putting in our zip code and having just our services. Because
we’re from [another state], and a lot of stuff near [the hospital] is [state specific]. So

it’s nice to be able to go into our state, our area, and see what’s out there.” Another

mother described feeling initial apprehension about the screening questionnaire followed by
relief when she was provided the resource map customized to her location, saying, “The
[screening] questionnaire made me interested as to, once the questions are answered and the
results are checked, then what? What will be the solution? You can tell someone something,
but that doesn’t mean that something will be done about it. And it’s almost pointless to ask
if you don’t have information to give... at the end of it, it was good, because you got to the
website and you actually got to see what was available in your area. So | liked that.”

Second, when asked how the health system could help facilitate resource connection, several
caregivers expressed a desire for longitudinal support and care coordination to help them
establish connections with community resources and enroll in government benefit programs.
One caregiver said, “It would be good if you had somebody you could call from the
hospital...because sometimes you get so stressed that you can’t think of what to do. So it
would be good to have someone who you could call and say, “Hey, | ran out of food, can you
point me in the right direction?” Another caregiver said, “When | got hooked up with WIC,
it was at my OB/GYN, and they actually helped do the application for me...That was the
best thing I could have asked for.”
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Novel Barriers to Resource Connection During the COVID-19 Pandemic

We identified three novel barriers to resource connection during the COVID-19 pandemic
(Table 3). First, caregivers described having difficulty accessing food due to increased food
costs and increased stress associated with grocery shopping. Second, caregivers described
worsening administrative burdens and delays associated with accessing government benefit
programs, particularly WIC, SNAP, and unemployment insurance, during the pandemic.
Lastly, caregivers of medically complex children described increased stress associated with
losing access to in-home and school-based supports for their children.

Discussion

In this qualitative study, we identified barriers to and facilitators of community resource
connection for pediatric caregivers with unmet social needs. Four primary themes emerged
from the interviews: (1) caregivers described competing priorities related to caring for a
chronically ill child as a barrier to resource connection; (2) caregivers described burdensome
application and enrollment processes as a barrier to applying for and utilizing government
benefit programs; (3) caregivers expressed appreciation for electronic resources with
information about locally available programs and services; and (4) caregivers expressed a
desire for longitudinal support in establishing and maintaining connections with government
benefit programs and community resources. Given the paucity of existing research focused
on determinants of resource connection among pediatric caregivers with unmet social needs,
our findings have several important implications for pediatric providers and health systems
as they work to implement successful social needs screening and referral programs.

First, caregivers of medically complex children may be a particularly important population
to engage with when implementing social needs screening and resource navigation
programs. Implementing standardized social needs screening and referral programs in

the neonatal intensive care unit represents one promising way to reach a subset of this
patient population.39:31 Screening and referral programs implemented in the emergency
department and in the inpatient setting may also help health systems identify and address
social needs for caregivers of chronically ill children and caregivers who face barriers to
accessing routine preventive care.32:33 |n addition, interventions specifically designed to
provide longitudinal support around unmet social needs and facilitate benefits enrollment
and connection to community resources should be incorporated into health system-level and
state-level care management programs for children with medical complexity.

Second, offering searchable electronic information tailored to families’ local context may
help support resource connection. As caregivers in our study noted, a resource map website
allows caregivers to dynamically search for and identify local resources tailored to their
needs, including new needs that may arise after they are discharged. Our findings are

in line with previous survey studies showing that electronic resource referral platforms
improved adult patients’ knowledge about available community resources.34:35 Using
electronic resource maps to support referrals may be particularly beneficial for tertiary and
quaternary care hospitals that provide care for children and families from a large geographic
catchment area. However, as noted by one of our study participants, caregivers with barriers
to accessing the internet should also be offered the option of written resources.
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Third, in addition to providing information about resources, pediatric health systems should
consider offering longitudinal support focused on helping caregivers navigate application
and enrollment processes for government benefit programs and community resources. Prior
studies suggest that administrative burdens, like the burdensome enrollment paperwork

and documentation processes that caregivers in our study described when trying to access
programs like LIHEAP, WIC, and SNAP, can limit enrollment in and utilization of

these government benefit programs.36-38 To help caregivers navigate these burdens, health
systems could employ social workers, case managers, or trained community health workers
(CHWs), who may have lived experience with accessing and utilizing these programs.

Securing sustainable funding and support for this multidisciplinary workforce may be
challenging, but such funding represents a crucial investment, since clinics and health
systems employing social workers and CHWSs may be both more likely to screen for
unmet social needs and better equipped to address them.39 State Medicaid agencies that
implement incentives or mandates for social needs screening should consider providing
concurrent support for social needs-focused interventions, including funding for health-
system based social workers and CHWSs, to ensure that patients’ and families’ unmet needs
can be adequately addressed. Health systems could also partner with community-based
organizations focused on increasing access to resources. Existing evidence-based models
for supporting caregivers’ linkage with resources, such as Help Me Grow, WE CARE,

and FINDconnect, could be used as models for this work.#0-42 Augmenting screening and
referral programs with a reliable and consistent system of closed-loop follow-up designed
to provide caregivers with ongoing support could help build families trust and improve the
success rate of initial referrals.

Lastly, our findings highlight the particular importance of helping families identify and
connect with resources in the context of the COVID-19 pandemic. Previous studies have
shown an increase in the prevalence of social needs, particularly food insecurity, since the
start of the pandemic and associated recession.*344 Our results underscore the importance of
not only identifying these needs, but also offering caregivers assistance with accessing food
and enrolling in government benefit programs, as well as providing supports for families
who may have previously relied on in-home or school-based services during prolonged
school closures.

Our study has several limitations. We interviewed caregivers of hospitalized patients at

one academic pediatric children’s hospital, and although we utilized a purposive sample of
caregivers designed to elicit a broad range of caregiver experiences, the perspectives and
opinions expressed in this qualitative study are not intended to be representative of the
experiences of all caregivers or of caregivers in other settings. Of note, our study population
included a high proportion of caregivers of children with one or more CCCs, whose
caregivers may have unique experiences or high burdens of social need. Additionally, we
provided families with both a vetted electronic resource map and a social work evaluation,
which may not be feasible in less-resourced settings.

We excluded non-English speaking patients from this study because our tablet-based
screener and resource map had not yet been adapted to languages other than English.
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Eliciting the perspectives of families with limited English proficiency in designing
interventions to promote successful resource connection is an important next step, as

these families may face unique challenges both in identifying available resources and in
connecting to these resources.*> Additionally, there may have been selection bias among the
caregivers who agreed to participate in interviews, although our high response rate reduces
the potential for this bias.

Conclusions

In this qualitative study, pediatric caregivers with one or more unmet social needs reported
competing priorities related to caring for a medically complex child and burdensome
application processes as two significant barriers to resource connection. Electronic resource
maps may represent a valuable tool for helping caregivers identify locally available services.
Health systems should also consider implementing longitudinal support services designed to
ensure caregivers can establish and maintain linkages with resources that meet their needs.
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External Variables

Individual Characteristics

Outcomes

Demographics: Age,
Gender, Race/Ethnicity

Access to technology

Presence of unmet
social needs

Perceived negative
effects of screening/

referral [

Perceived benefits of
screening/referral

Perception of health-
system based social
needs screening

resources through health
system

Perceived barriers to
resource connection

Perceived facilitators of
resource connection

Figure Al. Conceptual Model

The conceptual model used for this study was adapted from the Integrated Behavioral

Attitude towards
screening & referral to
resources

Perceived Norms
regarding screening &

[ Wilingness to receive | linkage with resources

|

Behavioral intention to
establish linkage with
resources

Identification of available
community resources

|  Personal Agency in

identifying & connecting
with resources

l

Successful linkage to
community resources

l

Resolved social need

Model,28 which describes how an individual’s intent to perform a behavior can be governed
by their attitude regarding the behavior, their perceived norms regarding the behavior, and
their sense of personal agency. Interview prompts were mapped onto the drivers of linkage

with resources included in this model.

Appendix 1.: Screening Questionnaire

Note: Domain headings and references are included below but were not included in the
patient-facing questionnaire.

We ask all families the questions in this survey, which helps us provide the best care possible
to you and your child. If you choose to answer the questions, the answers will be reviewed

by the care team so they can find the best ways to support you and your family. This

questionnaire is voluntary, and you can choose to skip questions by clicking “Next Page”
without answering the question.

Food Insecurity?2

Some people have made the following statements about their food situation. Please answer
whether the statements were OFTEN, SOMETIMES, or NEVER true for you and your
household in the last 12 months.

1.
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. Never true

2. Within the past 12 months, the food you bought just didn’t last and you didn’t
have money to get more.

. Often true

. Sometimes true
. Never true
Transportation?3
3. In the past 12 months, has lack of reliable transportation kept you or your child

from medical appointments?

. Yes
. No
Utilities24
4. In the past 12 months has the electric, gas, oil, or water company threatened to

shut off services in your home?
. Yes
. No
. Already shut off

Depressed Mood?®

Over the past 2 weeks, how often have you been bothered by any of the following problems:

5. Little interest or pleasure in doing things?
. Not at all
. Several days

. More than half the days

. Nearly every day

6. Feeling down, depressed, or hopeless?
. Not at all
. Several days

. More than half the days

. Nearly every day
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Intimate Partner Violence26

The following questions are about safety in your relationship. If there are safety concerns, a
social worker will talk to you privately.

7. Have you been hit, kicked, punched, or otherwise hurt by someone within the
past year?

. Yes
. No
8. Do you feel safe and comfortable in your current relationship(s)?
. Yes
. No

9. Is there a partner from a previous relationship who is making you feel
uncomfortable or unsafe now?

. Yes

. No

Appendix 2.: Semi-Structured Interview Guide

Note: Questions 7 and 8, in blue below, were added to the interview guide for the second set
of 14 interviews, conducted from July-October 2020.

Hello [caregiver name], it’s nice to meet you. My name is [name]. | am a researcher at
[hospital], working with a team of doctors, nurses, and other staff to understand and address
some of the real-life issues that can make life harder for families and their kids: things

like not having enough food and having trouble paying bills or getting transportation to
appointments.

As you might remember, we have started asking families about these issues when they come
into the hospital and then working to connect them with programs and resources in their
neighborhoods that can help. We are trying to make this process better and make sure it is
working for families.

Over the next 15-20 minutes, 1’d like to ask you some questions about the survey you
answered on your phone and the website we gave you a link to afterwards, as well as
about the overall process of understanding issues families are dealing with and how health
care providers can best help with those issues. If it’s okay with you, 1’d like to record

our conversation so that our team can listen to it later and make sure we hear all of your
thoughts. Your answers will be anonymous, meaning they won’t be tied to your name or
your child’s name. Your answers won’t be shared with your child’s care team, or any
agency, or have any impact on your child’s medical care. If you would rather not answer
more questions, we can stop at any time.
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When we’re done with the interview, you’ll get a $25 gift card sent to you by mail as a
thanks for your time. Is it okay if we begin?

First, 1I’d like to ask about your experience answering the questions we sent to you by

text/email.

1. What was it like for you to answer these questions?

Probe:
. How would it feel different being asked these questions by a person,
instead of on the iPad?

2. When you filled out the survey for us, you mentioned worrying about [category
of positive screen.] How important is getting help with [category] for you right
now?

Next, | have some more big picture questions, about how you think we can help link families
with programs that address these real-life issues.

3. In general, what do you think about a website as a way to let families know about
community resources?

Probe:
. What if instead of a website, we gave you a printed brochure that listed
resources? Do you think that would be better or worse? Why?
. What do you think are the best ways for you to get information about

resources? For example, from friends and neighbors, from a hospital or
clinic, from a religious or community organization?

One thing we’ve heard from families in the past is that giving them information about
resources isn’t always enough to make sure that they can actually connect with these
programs and services.

4. What do you think would be the best way for us to help families actually connect
with programs that can support their needs (things like food, shelter and safety)?

5. What kind of ongoing help or support would you want in connecting to
resources, after you leave the hospital?

We are also curious about what families think would be most helpful in order for their needs
to be resolved.

6. Thinking back to a time when you needed help with [need], or with something
else, what would have helped you most in that moment?

Probe:

. When you’ve received resources to help with [need] in the past, what
has made it easier or harder to get connected with these resources?

We are also trying to understand how the current coronavirus pandemic has affected
families, in terms of their needs and in terms of their ability to get connected with resources.
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7. How have your family’s needs changed in the past few months, during the
coronavirus pandemic?

8. What has it been like for you to get connected with resources during the
pandemic? How is this different from what it was like before?

9. What else would you like to tell us about we can connect families to resources to
help kids stay healthy?
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What’s New?

Pediatric caregivers with unmet social needs face multiple challenges in identifying

and connecting to resources. Web-based resource referral platforms can help caregivers
identify services, but longitudinal support may be critical to help caregivers establish and
maintain connections to community resources.
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Table 1.

Caregiver and Child Demographic Characteristics and Unmet Social Needs

[ n )

Caregiver Demographic Characteristics

Age, mean (range)

| 33 years (24-54 years)

Relationship to Child

Mother 25 (89%)
Father 2 (7%)
Grandmother 1 (4%)
Race

White 12 (43%)
Black or African American 12 (43%)
Other 4 (14%)
Ethnicity

Hispanic or Latino 3 (11%)
Non-Hispanic or Latino 25 (89%)
Highest Level of Education Completed

High School or GED 10 (28%)
Some College 7 (36%)
Graduated from College 11 (36%)
Housing Status

Unstable and/or Temporary Housing 2 (7%)
Stable and/or Permanent Housing 26 (93%)
Use of Government Benefits

SNAP 7 (25%)
wIC 10 (36%)
Number of Unmet Social Needs

1 12 (43%)
2 14 (50%)
3 2 (14%)
Unmet Social Needs

Depressed mood 19 (68%)
Food insecurity 15 (54%)
Assistance with utilities 9 (32%)
Assistance with transportation 4 (14%)
Intimate partner violence 1 (4%)

Child Demographic Characteristics

Age, mean (range)

| 1.8 years, (1 month-12 years)

Gender

Male

| 14 50%)
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n (%)

Female 14 (50%)
Medical Complexity
> 1 Complex Chronic Conditions 19 (68%)
No Complex Chronic Conditions 9 (32%)
Insurance
Medicaid 20 (71%)
Private Insurance and Secondary Medicaid | 3 (11%)
Private Insurance Alone 5 (18%)
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Table 2A.

Barriers to Resource Connection

Theme Representative Quotations
1. Competing “It’s just as a parent, while you’re dealing with a sick kid, you don’t want to do this. Even if you know you need
priorities it...it’s like, this is taking 30 to 40 minutes away from [my son], just to tell somebody I need help and then for
related to them to tell you, “We’ll let you know.” ...1t’s like you’re drowning, and someone is telling you [that] you have
caring for a homework. The homework’s not getting done if you can’t breathe.”
medically -
complex child — Participant A
“I went through a really rough postpartum experience, also with having a baby that had issues. But for me,
personally, I’m going to make sure my baby has everything they need before | take care of myself. And that’s
not the way you’re supposed to do it, but that’s the honest answer... Therapy for me, that’s not really what
comes first.”
— Participant B
2. Difficulty “It’s hard trying to get on LIHEAP or any other program because you still have to go to the office in person and
enrolling in fill out paperwork. I have twins and a kindergartener so my hands are really, really, tied up. So if | could do it
and utilizing over the phone, it would be good. But to actually go there, | have to figure out who’s going to watch [my kids].
government It’s just a lot.”
benefit -
programs — Participant C

“With WIC, it’s just hard to use, cause you got to really kind of do a scavenger hunt in the grocery store...You
can only buy certain foods, so you have to find the label, and in some grocery stores they don’t even have that,
so then you have to ask someone, “What can | buy with WIC?” And that’s really difficult.”

— Participant D
“The only thing I didn’t like about WIC is the checks...Checks are kind of exhausting in the store. After you
figure out what you can have, what’s on your check, what you can’t have, and then get to the register, it’s like,

I hope you’re trained, because if you’re not, we’re going to be here all day. Close the line now, sorry. It’s an
experience. It’s not an easy one though.”

— Participant E
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Table 2B.

Facilitators of Resource Connection

Theme

Representative Quotations

1. Appreciation
for electronic
resources and
information about
locally available

“| feel like paper is a lot more disposable. When people pass out brochures, you’re like “Okay, this is cool,
I’ll take it,” to be polite, and then it goes in the trash. At least with a website, you can’t do anything to lose
it. The information is right there.”

— Participant F

programs “| like that it’s easy. It has everything right there at your fingertips. It shows you on the map, which

[resource] is the closest...I would tell other people | know with children with complications like mine, ‘Hey,

go to this website if you need some help.””

— Participant G

2. Desire for “A follow-up phone call would be good to check up on people, like, “Hey, we’re just double checking
longitudinal to make sure that you’re okay. Did you find a good resource for what you needed?” It would be helpful,
support in especially, if it was from the person that [a parent] sat and talked with at the actual clinic or hospital, just to
establishing and make the parent feel more comfortable and so that you’re not repeating the same story to different people.”
maintaining _ Partici
connection with Participant H
resources “| feel like there should be a liaison, someone who knows about the resources who could come in and say,

“Hey, | see you answered X, Y, Z. You qualify for this, we have the paperwork, we can get you applied.” So
that way you aren’t just going out in the community and trying to find these things yourself, trying to get
them or not getting them because you just don’t have time.”

— Participant E

“When [my child] was in the NICU, the social worker made sure that we applied for social security
[disability insurance], and she actually helped with the application...Il needed his medical chart to go to
social security and she made sure it happened. So stuff like that. Just make sure there’s a follow through,
that’s the big thing.”

— Participant |
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Table 3.

Novel Barriers to Resource Connection During the COVID-19 Pandemic

Theme

Representative Quotations

1. Increased cost
of food and
increased stress
associated with
grocery shopping

“Food right now, after COVID-19, is extremely expensive. Eggs went up in price, milk went up in price,
fruits and stuff. Things that my kids wanted to eat. | noticed that it’s much more expensive... and because
the schools were closed, the daycares were closed, | had to spend even more money on food because | had
to make sure my kids would have something to eat. When you don’t have food for yourself, for your kids,
you cannot think about anything else.”

- Participant J

“There was so much stress all the way around. Every time we’d go grocery shopping, it wasn’t only how
much more it was costing us to grocery shop, because the prices on everything went up for quite a bit there,
but it was also the fear of going to the store and not knowing, you know, people weren’t following all the
recommendations for the longest time. People didn’t want to wear masks...So we worried a lot.”

— Participant K

2. Administrative
delays associated
with accessing
government
programs

“During the whole Corona situation, my food stamp card took a really long time to come, and | didn’t have
any food in the refrigerator for a while because of that. It still ain’t get here yet, and it’s been three months.
| haven’t gotten anything since April.”

— Participant L

“I’m a cook, so my restaurant got shut down and then my job got shut down. | wasn’t working, so | wasn’t
getting paid...l would borrow food constantly, just to make sure | have food. Because even though the
coronavirus was happening, and | wasn’t working, when | went to go file for food stamps, the government
still said | made too much money. Because | didn’t lose my job, it’s just that my job wasn’t open because
of the coronavirus, and so | had to file for unemployment first. And then when 1 filed for unemployment,

| tried to file for food stamps again, but the government was still telling me that | was making too much
money, even though | wasn’t even working.”

— Participant M

3. Loss of in-
home and school-
based services
for children

with medical
complexity

“My baby needs in person physical therapy and in person occupational therapy, and right now we’re doing
everything online, you know, and unfortunately she would do much better with hands on therapy, but you
know, it’s up to me to do it all at home. | wish the risk wasn’t there so we could get her everything she
needs...the extra hands-on stuff would be huge for her.”

— Participant B

“My son has special needs, and before, | used to drop [him] at school, and then at least I’d have time to go
shopping, or time to just breathe, or go back to sleep if | had worked the same day. And now that he’s not
in school, it’s constant. Constantly waking up at 6 in the morning and not going to sleep until 11 o’clock
at night. And even when you do get a break then it’s like oh, it’s already time to do this for him. There’s
always something going on.”

— Participant N
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