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Introduction

More than 400,000 children and youth are in foster
care in the United States. Most have experienced
trauma that will have a lifelong impact on their physi-
cal and mental health, educational attainment, and
prospects for self-sufficiency and success. Numerous
studies have shown that children and youth in foster
care have much higher rates of chronic health condi-
tions, developmental delays, learning disorders, and
behavioral health issues than non-foster children of
similar backgrounds.!

Once in foster care, this population of vulnerable
minors is likely to experience frequent changes in
homes and, as a result, disruptions in health care and
gaps in personal records, such as medical records, birth
certificates, and school transcripts.? Such disruptions
contribute to poor health and education outcomes.>

Recognizing the potential of electronic record systems
to help address the problem of fragmented health
care and incomplete health records, The Children’s
Partnership launched an initiative in 2009 to promote
electronic care coordination in foster care through two

*For more information, refer to childrenspartnership.org/cademonstrationprojects.

county-level pilots developed over five years.” These
county initiatives tested innovative approaches to de-
veloping and disseminating electronic record systems
for foster youth and foster parents. The projects had
two main goals: to support exchange of critical health
care-related information among members of the care
team (including foster parents) and to provide youth
with tools that allow them to manage their own re-
cords and lives. In addition to these California pilots,
several other forward-looking communities across the
country have experimented with “consumer-facing”
electronic record initiatives—meaning they connect
directly with youth in foster care and/or foster parents
(the “consumers” in this dynamic).

This brief catalogs, to our knowledge, all consumer-
facing foster care electronic records initiatives, de-
scribes lessons learned, and highlights promising
strategies and practices to help guide future efforts
to promote the direct connection of foster youth and
foster parents to critical health and other care-related
information.
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Background

Communities around the country are exploring ways
to improve services for children and youth in foster
care; to integrate data about these vulnerable youth
from across sectors and systems (health, mental
health, education, child welfare, and others); and to
engage foster parents and foster youth more effec-
tively in planning, coordination of care, and decision-
making. One approach to achieving these goals is the
use of electronic information exchange and related
electronic records to knit together the continuum of
care and make sure that timely, organized, complete
information is available when services are being de-
livered. Such information can contribute to more ap-
propriate care and reduce the impact of disruptions
that children and youth routinely experience in foster
care. Some of these initiatives are designed to improve
the case management systems used by child welfare
staff, others focus on informing and exchanging in-
formation with health providers or appropriate school
staff, and a few have taken the approach of engaging
directly with foster parents and/or foster youth. Other
efforts are designed to meet the needs of all these
groups. However, while each of these efforts holds the
promise to improve the lives and outcomes of children
and youth in foster care, more research is needed to
better understand how such foster care electronic re-
cords initiatives can realize their full potential.

A number of initiatives that engage foster parents’
and/or foster youth directly through electronic re-
cords hold strong promise for ensuring critical infor-
mation is in the hands of families in foster care. These
“consumer-facing” initiatives, which take a number
of forms, are unique in that they can build a network
of care that centers on the child. Some collect infor-
mation through electronic questionnaires from foster
parents and/or foster youth to inform care planning;
some provide health and education data through an
electronic record to foster parents and/or youth such
that they can use it to help their care team know what
they need; some allow youth to organize, store, and
share their own important documents; and others
combine some or all of these options. Other variations
exist as well. For instance, some link the consumer-
facing tool with useful data systems that populate the
tool with data, while others rely on the foster parent or
youth to input relevant data and documents.

This brief highlights the progress of several electronic
consumer-facing initiatives, identifies lessons that
can be applied to initiatives going forward, brings in
relevant research from broader health information
technology efforts to inform future efforts, and pro-
vides some important guideposts to ensure that these
future efforts have their intended impact.

“In this brief, the term “foster parent” refers to all non-congregate substitute caregivers who take care of a foster child in a family-like setting, which includes foster and kin

caregivers as well as other home-based family caregivers.
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Summary Description of the Consumer-Facing Foster Care
Electronic Records Initiatives Discussed in this Brief

Name of Tool

Lead
Organization(s)

Description
of Tool

Dates of
Operation &
Location

Data Shared

Funding

Ventura County Human Ser-
vices Agency, Ventura, CA

National Center for Youth Law,
Oakland, CA

Foster Health Link m Follow My Child

Our Kids of Miami-Dade/Mon-
roe, Inc., Miami, Florida

Foster Health Link (FHL) is an
electronic, mobile-accessible
version of the Health and Educa-
tion Passport, which was previ-
ously in paper format. FHL was
developed for use by foster par-
ents. It integrates data from the
child welfare and health services
data systems and makes it avail-
able through an online portal. It
also connects users to an online
information resource, the Net-
work of Care, which helps them
understand the information in
the record.

FosterEd uses an electronic
communications platform to
allow education teams to share
information and documents,
communicate, set goals, and
conduct education planning

for children and youth in foster
care. The tool allows biologi-

cal parents, foster parents, and
youth to engage as a member of
this education team. The most
prominent feature of the tool is
a message feed, akin to Face-
book, and the tool links to some
relevant data systems based on
location, such as the child wel-
fare case management system in
Indiana and a foster care educa-
tion database in California.

Follow My Child provided foster
parents, physicians, and nurse
case managers with electronic
portal access to aggregated
data from school, child welfare,
and health records. Casework-
ers used the system to send
encrypted email reminders to
foster parents of court appoint-
ments and health visits as well
as notifications when a child
missed school.

July 2015-Present
Ventura County, California

2009-Present

In place in Indiana; Pima
County, Arizona; New Mexico;
and counties in California
(Santa Cruz, Santa Clara, and
Los Angeles)

2012-2014
Miami-Dade/Monroe County,
Florida

Child welfare, health services
data

School records and education
team planning documents

Primary health and school
records; select information from
court records

Foster parents

Foster children/youth, foster
parents, biological parents, edu-
cational champions, and social
workers

Foster parents, physicians, nurse
case managers

http://fostervckids.org/thl

N/A

N/A

Planning supported with limited
foundation and federal Health
Information Technology for
Economic and Clinical Health
Act (HITECH) funding; develop-
ment supported by county funds

Private foundation funding as
well as federal Department of
Health & Human Services and
California Department of Edu-
cation funding

Private foundation funding
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Lead
Organization(s)

Description
of Tool

Dates of
Operation &
Location

Data Shared

Five Points Technology Group
and Big Bend Community-
Based Care, Bradenton, Florida

AltrulT, a subsidiary of Aspi-
ranet, Sacramento, CA

Name of Tool My JumpVault HealthShack Girls Health Screen

National Girls Health and
Justice Institute (NGHJI), Los
Angeles, CA

My ]umpVault is a secure, mo-
bile-friendly, web-based system
that allows youth, caseworkers,
and caregivers direct access to
vital case information. Originally
developed to provide users with
access to health records popu-
lated from the Medicaid man-
aged care program, Sunshine
Care, as well as the Child Welfare
Data System, it has since been
enhanced to permit users to view
and upload records and informa-
tion. The implementation of this
tool is configured by the commu-
nity foster care agency.

HealthShack is a personal health
record designed specifically
for—and in partnership with—
youth in foster care or facing
homelessness. Youth can upload
and store life documents and
accomplishments such as school
transcripts, identification, and
housing history, which can

later be downloaded and shared
when they are needed.

The Girls Health Screen is an
electronic self-report question-
naire—available in iPad and web
formats—that girls complete
when they enter juvenile deten-
tion. The tool allows youth to
identify health, mental health,
and community needs. The
questionnaire takes less than 15
minutes to complete and trig-
gers follow-up services from fa-
cility medical and mental health
staff. The information from the
questionnaire is transmitted to
the county and enters the health
record that is developed as part
of incarceration. It triggers
enrollment or pre-enrollment in
health insurance before release
and follows the youth when they
leave custody, often for foster care.

2015-Present

Being customized and deployed
across Florida by community-
based foster care agencies that
contract with the State to provide
foster care services.

2009-Present

Deployed at community-based
organizations in Sacramento,
California

The effort began in 2012 in
paper form. It went electronic in
2013. Beginning June/July 2016,
it will screen all girls entering
the Los Angeles County juvenile
justice system. It has also been
piloted in Stockton and San
Joaquin, California.

Social security cards, court
documents, birthday pictures,
birthday cards, report cards, and
other life documents as well as
primary health and behavioral
health data

On their own, or with help from
an enrollment assister, youth
upload their own records such
as medical records, birth certifi-
cates, and school transcripts.

Primary health, mental health

Foster youth, foster parents, case
managers

Foster youth (age 16 and older)

Incarcerated youth," health pro-
viders and mental health provid-
ers at juvenile justice facilities

http://www.myjumpvault.org

http://www.healthshack.info

http://www.girlshealthandjustice.
org/programs/girls-health-screen

State funding

Funded by private foundations and
Aspiranet, the foster care agency of
which AltrulT is a subsidiary

Initial funding from founda-
tions; implementation funding
from implementing counties

“While Girls Health Screen focuses on incarcerated youth, it is included in this brief because there is significant overlap between the juvenile justice-involved and foster care
populations and the tool has a unique manner of interfacing directly with youth that is relevant for other foster care initiatives.
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Lead
Organization(s)

Description
of Tool

Dates of
Operation &
Location

Data Shared

Texas Health and Human
Services Commission (HHSC);
Superior Health Plan, Austin,
Texas

iFoster, Truckee, CA

Name of Tool Texas STAR Health Passport TAY Assistant

Foster Skills, Inc., Boston, MA

Health Passport is a statewide
mobile-enabled electronic
health record that provides
foster parents, health providers,
and caseworkers with Medicaid
claims-based health informa-
tion for children in foster care,
all of whom are served by a
single managed care organiza-
tion (Superior Health Plan).

All basic health information is
made available to foster par-
ents, except behavioral health
information. If the foster child
was previously insured through
CHIP or Medicaid, then two
years of health history is avail-
able in the record when the child
enters care. When the child is
reunified with his/her biological
parent, the Health Passport is
printed and provided to biologi-
cal parent(s).

TAY (Transition-Age Youth)
Assistant is embedded in an
electronic resource (iFoster) that
links foster youth to extensive
services and resources based

on their preferences, including
free computers and job sup-
port. Among other activities,
TAY Assistant allows youth to
upload, store, retrieve, and share
documents in a secure, encrypt-
ed, HIPAA-compliant Digital
Locker. The tool is mobile acces-
sible.

Ratemyfosterhome.com is a hy-
brid (mobile and web) applica-
tion that supports child welfare
agency efforts to improve foster
home quality. The tool helps so-
cial workers diagnose behavior-
al, emotional, communication
breakdowns, etc., by collecting
real-time information on foster
home conditions from foster
parents and foster youth.

2008-Present

September 2014-Present

In use in Los Angeles County’s
transition to independent living
process; available to foster youth
statewide.

2015-Present
Being piloted in Boston, MA

Primary health, mental health,
health screenings and assess-
ments, demographics, lab
results, immunizations, and case
planning documents

Health records, school docu-
ments, and life records

Foster home conditions

Foster parents, health care pro-
viders, caseworkers

Foster youth

Foster children and youth (age
10 and over, in MA), foster par-
ents, social workers

https://www.fostercaretx.com/
for-providers/health-passport.
html

https://www.ifoster.org/iFoster-
Locker.aspx

http://www.ratemyfosterhome.
com/

Developed with a federal Med-
icaid Transformation Grant;
ongoing support from Superior
Health Plan and Texas HHSC

Private foundation funding

Private foundation funding
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Lessons Learned

Consumer-facing electronic records initiatives, in the foster care environment
and more broadly, provide the following lessons for success:

1. Build upon strong, committed leadership.

2. Know your target audiences and involve them in the design, implementation,

and improvement processes.

3. Cultivate trust in the tool and the process.

4. Design to demonstrate value.

5. Understand the evolving landscape.

1. Build upon strong, committed leadership.

Projects featured in this brief used a variety of opera-
tional and leadership models: agency-driven teams,
private-public collaborations, as well as vendor-driv-
en teams that partnered with community-based or-
ganizations. Regardless of the different approaches,
all projects recognized the importance of persever-
ance and strong leadership. Developing foster care
electronic records initiatives and seeing these efforts
through to success can take years, and success requires
significant commitment on the part of the project
team, project leadership, and project partners. Cross-
sector data sharing, in particular, requires building
relationships that take time to develop and nurture,
as does planning an initiative in a manner that meets
the needs of the children in foster care and the larger
team that supports them.* Furthermore, where an ini-
tiative requires a significant change in culture on the
part of government, service providers, and/or consum-
ers—as is true of most cross-sector data sharing and
consumer-facing electronic initiatives—it takes time
and pressure from leadership to make that shift.® In
fact, more innovative initiatives typically require the
greatest commitment from leadership.

To see this extensive process through, the program
staff interviewed for this brief spoke about the need
for a strong leader who maintains momentum in the
face of heavy workloads, competing priorities, and

challenges encountered along the way. For example,
Ventura County Foster Health Link took years from
the first planning meeting until launch. In the early
phases, the project team, led by the Ventura County
Human Services Agency, put extensive time into de-
veloping cross-sector relationships and community
partnerships, securing financial support, conducting
an environmental scan, and defining the scope of the
project. When a base level of project funding was even-
tually received, the County felt comfortable allocating
significant staff time to do the deeper dive planning,
and the project moved forward swiftly thereafter. At
that stage, the project benefited greatly from having
a dedicated project manager from both the child wel-
fare and technology agencies, a committee of social
workers and public health nurses to address workflow
and business processes, as well as strong support from
the director at the lead agency. As a county priority,
the project was able to overcome some significant
hurdles. For example, when early staff adoption was
slower than expected, leadership required staff to use
Foster Health Link as part of an internal accountability
process that included reporting utilization to supervi-
sors. This coordinated response rapidly boosted use,
reflecting the critical role of leadership engagement.

Likewise, Girls Health Screen has required persistence
on the part of the lead organization and its founder

Engaging Foster Youth and Foster Parents in Electronic Records Initiatives: Lessons Learned




in the face of funding and technology challenges. The
effort was also developed over many years, which in-
cluded a prolonged validation stage—a step taken to
establish credibility and demonstrate the value to po-
tential agency partners whose buy-in and commitment
were needed to help the project gain traction. Initially

developed with foundation funding, the tool has more
recently secured funding from government partners
interested in deploying it. Over time, Girls Health
Screen has been able to scale up as it gains supporters
among agency leaders and government officials.

2. Know your target audiences and involve them in the design,
implementation, and improvement processes.

Across all projects examined, one lesson clearly stands
out: the importance of soliciting input from the in-
tended users of the technology tools from the earliest
planning to later implementation stages. Following
principles of “user-centered” design is a best practice
for any consumer-focused technology project but is
especially important when developing resources for
vulnerable populations, like children and youth in
foster care and/or their caregivers.® These groups face
unique barriers, including limited access to technolo-
gy, financial constraints, and health literacy issues that
may hamper adoption and use, if not adequately ad-
dressed.” Further, these populations have very unique
needs that can only be understood by listening and
learning from them. Involving potential user groups
early in the conceptual design process can help ensure
that the tool developed is actually needed and desired
by the intended users. For example, Foster Skills decid-
ed to develop Rate My Foster Home in direct response
to a need expressed by stakeholders in the foster care
community, including former foster youth. This type
of user-centered approach helps guarantee that there
will be uptake of the final product, especially if such
feedback also informs the requirement specification,
design, and testing process.®

Early partnership with the intended user can pre-
vent glitches, low adoption, and design flaws that are
harder to fix once the project is more fully formed. For
example, several projects included in this brief dis-
covered technology use barriers that hampered adop-
tion by the target audience. These included discomfort
with writing and posting comments online, limited
use of email, and lack of access to computers and the
Internet. One potential pitfall, for instance, is an over-
reliance on email communication to authenticate eli-
gible users. Use of email as a mode of communication
is increasingly limited among those under age 30, a
fact that could potentially inhibit uptake.® Such in-
sights are important to glean early in the process so
that the design of tools, especially their format, better

fits with the intended users’ existing patterns of tech-
nology use and preferred modes of communication.

Investing in early engagement with the target popu-
lation can also help with appropriate language choice
and framing. Another project, Girls Health Screen, so-
licited input from over 6,000 girls and women across
the country before the tool was launched. This allowed
the design team and staff to be versed in the language
that the target audience used and preferred. “Because
the kids feel so invisible, even having a name that ap-
peals directly to them (‘girls,” ‘boys’) helps get them
interested and using it. They want to feel that the
tool is for them,” noted Leslie Acoca, President of the
National Girls Health and Justice Institute, the orga-
nization that developed Girls Health Screen. Likewise,
HealthShack, the personal record for transition-age
foster youth, was named after an actual shack at Wind
Youth Services in Sacramento, where youth receive
advice and other basic services. This naming approach
grounded the resource in familiar language already
used by intended users.

Personalization/Tailoring

Research shows that consumer health applications
that are tailored to user types and that include per-
sonalization have the most impact.!° Indeed, generic
design that fails to acknowledge the uniqueness of
users (individual or categories of them) will have more
limited impact, but such tailoring—for example, a
display of information that is unique to their specific
health needs (i.e., diabetes management) or personal
preferences—is surprisingly rare.

The reasons for the less-tailored record are many.
Allowing multiple user types to access information is
often a laudable goal of consumer-focused electronic
records in the foster care space. Data and informa-
tion housed in electronic record systems are especially
useful when they are shared with all parties involved
in the child’s or youth’s life—for example, casework-
ers, foster parents, biological parents, or the broader
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care team. Creating a tool that can facilitate coordi-
nation and knowledge-sharing among these parties is
highly desirable. However, tailoring to each of these
audiences can be cost prohibitive.!! The complexity
and expense are magnified when access to data popu-
lated into the record requires different permissions for
each user type.

Yet, the less-expensive, one-size fits all approach
rarely succeeds. For example, a physician and foster
youth will have very different needs as far as design
and communication. Follow My Child in Florida, an
electronic health passport tool, was intended to pro-
vide education and health data to physicians, case-
workers, and foster parents. The record was designed
to provide the same data in the same format to all of
these users. However, the passport was primarily used
by physicians, and the project leaders hypothesize that
the information in the passport required more context
and explanation, as well as a narrower selection of
data, to have been of greater use to foster parents.

Usability

Usability (the ability of users to navigate the tool’s in-
terface and support services) is key to the adoption and
use of personal health records.'? When users cannot
make sense of the interface or require assistance to
figure out how to use the site, they often abandon it
and rarely return. High bounce rates, or a high per-
centage of single-page visits in which the user leaves
the site from the landing page, could indicate usability
flaws.

Low utilization of key features may also suggest a
cumbersome design. Records that rely upon a manual,
multi-step process for uploading and retrieving docu-
ments (and the forethought to have assembled such
documents before logging in) are more likely to face
barriers to use. In contrast, where a record is auto-
populated with available data, the tool is easier for
consumers (and others) to use. For instance, My
JumpVault, Ventura County Foster Health Link, and
Texas STAR Health Passport contain a pre-populated
health record without any action required from the
foster parent, providing value from the first time it is
accessed.

Web-based tools are easiest to use when they have
a consistent design and navigation structure across

pages and elements. In addition to being auto-popu-
lated, data should be easy to interpret and integrated
into one place rather than scattered across different
sites that require mastery of multiple design and navi-
gation interfaces. Intuitive, consistent design and nav-
igation reduces the “cognitive burden” on the user—or
the amount of mental effort required—and helps foster
a favorable experience.

Getting usability right requires early and ongoing user
feedback, ideally through formal testing during the
development stages but also after implementation to
ensure that the optimal anticipated design approach is
actually “usable” from the user’s perspective.

Further, ongoing monitoring is essential, both to un-
derstand how the tool is being used and to improve
it. For example, iFoster used an iterative design pro-
cess that nimbly responded to feedback from foster
youth in an ongoing way. iFoster originally designed
its secure record-keeping feature to require a passcode
(or PIN) to be entered for each document that was up-
loaded. But during the testing phase, youth reported
that this process was cumbersome. Therefore, the
protocol was changed and the design of the site modi-
fied. Modifications allowed for greater security on the
backend of the system and an invisible hand-off to
an encrypted server to permit an easier, single pass-
code at log-in without compromising security. In an-
other example, Texas STAR Health Passport maintains
a steering committee and holds periodic stakeholder
meetings to capture feedback from stakeholders, in-
cluding health providers and other users, about how
Health Passport is functioning. Using input from these
entities, the tool has undergone significant modifica-
tion since its initial launch, including adding mobile
capability.

There are also opportunities to solicit feedback after
a launch of a product. Feedback can be gleaned from
users through “human” technical support and educa-
tional outreach. However, too often, projects do not
have the capacity to provide such services due to lim-
ited funds. Therefore, building this support into an
overall budget is critical, given that research clearly
shows that low-income, vulnerable users often require
personalized assistance to acquire the skills to use
online record systems.!*
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3. Cultivate trust in the tool and the process.

Protecting consumer privacy and building trust among
partners, especially consumers, are essential steps in
the development of an electronic records initiative.'*
Privacy and trust issues become especially salient
when an initiative seeks to share or link data sources
with government agencies. Addressing this challenge
was a pivotal issue for all of the projects reviewed
for this brief. For example, Follow My Child invested
significant time drafting agreements in order to fully
comply with the Health Insurance Portability and
Accountability Act (HIPAA) and other relevant privacy
laws so that it could obtain health data from Florida’s
Department of Child and Family Services. As a result of
this upfront investment, Follow My Child was able to
obtain and share valuable information with foster par-
ents and build a stronger relationship with the state
agency. Importantly, by developing a tool that allowed
for greater transparency of information and authentic
relationships with foster parents, the project team was
able to cultivate trust with the end user, which ulti-
mately enhanced adoption.

An important purpose of electronic records initiatives
is to increase the availability of appropriate data to
caregivers and consumers to support health care de-
cisions. With more data available, foster care-focused
record tools allow more visibility into the foster child/

4. Design to demonstrate value.

To be successful and sustainable, consumer-focused
foster care electronic record initiatives must be inte-
grated into service provider and agency workflow!®—
ideally reducing, rather than adding to, workload—and
be easily integrated into consumers’ lives.!” To get
the leadership commitment required for a successful
effort, such tools should provide some benefit to the
child welfare agency at the same time that they impact
the child and/or foster parent. This benefit can include
reduced administrative burdens, such as streamlin-
ing the process for gathering critical information and
reducing the administrative support required when
youth transition to independence. For instance, in
using My JumpVault, Florida foster care agencies are
streamlining workflow around the tool and using it to
reduce duplicate data entry. When a foster parent calls
a social worker to obtain a school report, they are re-
ferred to the tool to obtain the report directly. When
a foster parent performs certain required tasks, they

youth’s health history. But first they must ensure that
policies are in place and information security networks
are well-maintained in order to prevent unauthorized
access to data. One way to approach data access is
through a “role-based” permissions framework so that
access mirrors each user’s existing authorizations re-
lated to paper records. This approach, used by Ventura
County, helps to ensure that privacy protections are
upheld and appropriate access granted according to
each individual’s role. Another way to ensure that
access is properly regulated is to set hierarchies around
the datasets that determine how the data flows. This
strategy was adopted by Community Based Care of
Central Florida, which utilizes My JumpVault.

Such attention to privacy has an added benefit: trust
in the privacy of personal data is directly correlated to
consumers’ trust in and ultimate use of an electronic
record." For example, iFoster’s TAY Assistant uses se-
curity, encryption, and HIPAA-compliant formats for
its electronic record feature—safety measures that
allow youth to be comfortable uploading, storing, re-
trieving, and sharing documents. Importantly, TAY
Assistant places control of the electronic record fully
in the hands of the youth, which builds significant
trust and supports the tool’s ability to comply with
privacy rules.

report the activities directly into My JumpVault, which
is then available to the case manager for oversight.
This direct access reduces the administrative burden
on the social worker and increases a foster parent’s
ability to function independently. It is also helpful
because such workflow drives greater use of the tool,
which in turn contributes to its value. Another ex-
ample is found in iFoster’s TAY Assistant, which was
developed to meet a program need identified by Los
Angeles County’s Department of Children and Family
Services. In particular, as a youth transitions to inde-
pendence, California law requires counties to offer on-
going supports like job training and to provide youth
with a number of documents (such as birth certificates
and other records) needed to manage their own affairs
going forward.'®* Independent living program staff
were concerned that the youth were not ready to take
charge of the documents and that this often results in
additional work for staff as youth lose and re-request
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the materials. TAY Assistant’s Digital Locker was cre-
ated as a solution to this administrative challenge, and
TAY Assistant was further developed to help strength-
en ongoing communication between youth and their
caseworkers about available resources and indepen-
dent living support services, as required by state law.

While there will always be an up-front expense to de-
ploying an information technology (IT) initiative, such
efforts should be developed in a manner that reduces
costs in the longer term, whether through reduced ad-
ministrative expense, reduced use of the emergency
room, or other improved outcomes. Evidence of cost

savings is the strongest way to ensure sustainability.
However, in addition to having quantifiable program
goals such as cost savings, the value of these projects
can be demonstrated through clearly articulated goals
that are less measurable. For instance, Girls Health
Screen has the quantifiable goal of reducing recidivism,
which in turn provides cost savings, but the initiative
is significantly strengthened by its goal of empower-
ing girls by giving them a voice in their own care. On
an ongoing basis, electronic foster care records initia-
tives must be evaluated against both their measurable
and less measurable goals and modified as necessary
to improve the results.

5. Understand the evolving landscape.

For long-term sustainability, initiatives must under-
stand and adapt to the evolving policy, funding, and
technology landscape, as well as changing needs of the
target population. Successful electronic record initia-
tives employ ongoing monitoring and iterative im-
provement while also taking the long view to ensure
that the tools and related business processes evolve
to line up with changing policy requirements, new
ways to use technology, and funding opportunities.’
Initiatives that are developed as part of a statewide
plan are at an advantage when it comes to achiev-
ing scale and sustainability not only because they
have broader reach, but also because they have an
easier time accessing potentially significant amounts
of federal funding. This was the case in Texas, which
initially developed STAR Health Passport using a fed-
eral Medicaid Transformation Grant (a 2007 grant of-
fered to promote innovation in Medicaid programs).
My JumpVault also benefited from being a state ini-
tiative, with the state legislature providing funding
to the child welfare agency in 2013 to procure a per-
sonal health record system for Florida’s foster youth.
With State backing, foster care agencies were given
access to a core template that is interoperable with
state health and child welfare databases, which they
could then modify to suit agency practices. In contrast,
Follow My Child was developed and deployed within
one foster care agency, making it difficult to build data
linkages with state systems, and, ultimately, the proj-
ect failed to scale statewide. In fact, without stable and
ongoing funding or significant policy directives that

propel a project forward, initiatives often struggle to
gain traction.

In addition to understanding the policy landscape,
to accurately assess opportunities, it is imperative to
monitor ongoing innovative developments in the IT
sector that would benefit foster care coordination,
along with gathering up-to-date research and data
on the particular health needs and concerns of foster
youth. The National Center for Youth Law, creator of
FosterEd, noted the importance of having an in-house,
expert IT team in order to design and quickly modify
electronic tools, as needed. Having an IT expert on
staff enables an initiative to move forward by identi-
fying project needs irrespective of the available tech-
nologies, rather than having the available technology
define where the project goes. Additionally, Foster
Skills, Inc., creator of Rate My Foster Home, empha-
sizes the need for adept technical staff as well as staff
in-house who have expertise and knowledge in child
welfare policy to respond to the evolving landscape.

The Texas Health and Human Services Commission
Health Plan echoes the importance and value of having
immediate access to IT support and expertise for its
Texas STAR Health Passport. As the Passport’s system
provider, Superior Health Plan manages the Passport’s
system support, technology updates, and functional-
ity. With that capacity, the Passport receives routine
system checks and was recently upgraded to have a
more streamlined user interface, which is attracting
more consumer usage.

“For information about the federal policy environment, see https://www.healthit.gov/sites/default/files/pdf/individual-access-06-03-2012.pdf.
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A Critical Appraisal & the

Path Forward

To ensure that foster care electronic records initiatives achieve their fullest
potential, the following efforts are required:

1. Further insight is needed on how best to engage consumers through

electronic records.

2. Initiatives should increase and improve communication across the care team.

3. User-centered design and testing must be more rigorous.

4. Evaluation and ongoing, iterative improvement should be strengthened.

5. Privacy challenges are real but not insurmountable.

6. Federal and state support are needed.

1. Further insight is needed on how best to engage
consumers through electronic records.

Consumer engagement in health care is of great poten-
tial value,'® but there is limited evidence about how in-
formation technology supports that end.?’ This dearth
of evidence is mirrored in the foster care environment
where the aim is to engage youth and foster parents
in education, health, and wellness. Yet, it is critically
important that we identify how to make the most of
the opportunity that IT offers. The projects presented
in this brief are on the cutting edge, applying a new
set of tools in a challenging, fragmented environment
with consumers who often lack resources and support
systems. These projects indicate a number of promis-
ing approaches to the use of youth- and family-facing
electronic records. However, evidence for how to suc-
cessfully engage foster youth and foster parents in the
adoption and utilization of such systems is still lacking,
and account creation/usage trends for most programs
profiled for this brief indicate that most tools have yet
to see robust enrollment or a documented impact in
terms of health or other outcomes. The table on the
following page shows consumer account creation/use
over the time periods for which data were available.

Evidence from the broader health IT environment?
should be leveraged to promote effective consumer
engagement in the foster care environment, as well.
Behavior change is hard in all contexts, which is cer-
tainly true in the foster care environment. Foster care
agencies struggle, in general, to get foster youth to
engage with enrichment opportunities, let alone with
their own health and records. As a result, the lure of
a new technology must speak to the needs that foster
youth, themselves, prioritize. For example, iFoster is
successful in attracting youth to an electronic plat-
form with its array of resources, like free computers,
from which they then are more likely to use the at-
tached Digital Locker to manage their documents. Rate
My Foster Home appeals to a child’s desire to have a
voice—which is often missing in their foster care ex-
perience. It is important to note that there is value in
offering youth an opportunity to be involved in plan-
ning their own lives and controlling their documents.
Thus, even where utilization is low, the effort may still
serve an important project goal.
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Follow My Child

Piloted with 150 families. At least 29 families of 58 studied in a six-
month evaluation in 2012 signed in at least once.?

Account Creation/Use by Foster Parents/Youths’

and 2012.%

228 youth were served in Santa Cruz between Jan. 2013 and Dec. 2014.%
748 foster children were served in Marion County, Indiana, between 2009

Data not available for other locations.

Foster Health Link

68 foster parents created accounts from July 2015 to present.

Girls Health Screen

Approx. 400 in long-term locked facilities have used the tool in Los
Angeles County since the pilot began in 2012.

Another 350 girls in San Joaquin County detention have used the tool
between 2015 and 2016.

Data not available for Stockton, CA.

Approx. 850 foster youth since 2009.

17 AT Central Florida.

47 caregivers, group homes, and teens had active accounts in April
2016 at the agency interviewed for this brief, Community Based Care of

Statewide data not available.

Ratemyfosterhome.com Data not available.

TAY Assistant

Approx. 4,300 youth from 2014 to present.

Texas STAR Health Passport

363 active foster parent accounts in Nov. 2015.

2. Initiatives should increase and improve communication

across the care team.

A major goal of electronic information exchange is to
improve communication across a care team through
the exchange of actionable data. In the broader elec-
tronic health records context, where this issue has
been heavily studied, consumers have expressed a
desire for such tools to support secure, direct com-
munication with their health care providers through
secure email and other means.*” However, foster care
electronic record systems have not leveraged this
opportunity fully, if they have undertaken it at all.

FosterEd is tackling this challenge, trying to use elec-
tronic tools to tap into existing channels of communi-
cation in order to enhance teamwork. Other projects,
such as Girls Health Screen and Rate My Foster Home,
allow youth to communicate their needs directly with
their care team through a questionnaire. Moving for-
ward, all foster care electronic records initiatives
should build in an opportunity for communication, at
least one-way but ideally multi-directional, between
foster parents, foster youth, and the larger care team.

3. User-centered design and testing must be more rigorous.

Across all projects reviewed, the importance of robust
user involvement in the design process was one of the

most important lessons learned. Adoption of the rec-
ommendations outlined in this brief—user interviews,

“Except where otherwise indicated, these statistics were provided by personal communication from each program in Spring 2016.
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usability testing, tailoring, iterative design, and on-
going adjustment and support—would greatly benefit
future efforts. Even projects developed with the best
intentions and most talented IT team will not be suc-
cessful if the intended users do not see the value or

cannot navigate the design. Up-front investments in
usability testing and meaningful partnership with
users in all phases of the design are essential to achiev-
ing the most important goal—to create an actual posi-
tive impact for children and youth in foster care.

4. Evaluation and ongoing, iterative improvement

should be strengthened.

Most initiatives reviewed in this brief, limited by staff
and resources, have not engaged in formal evaluations
of the effort. This is understandable, given the costs
associated with a rigorous evaluation. As a result, there
are limited data related to outcomes and spotty infor-
mation about what is working and what is not. Without
such knowledge, improvements and modifications
may not achieve their intended effect. When initia-
tives actively and routinely seek feedback from users—
as is the case in Texas’s STAR Health Passport and TAY
Assistant—they have made significant enhancements

over the years and have achieved greater success in-
corporating the tool into the services being offered.
Funding is required for all phases of an effort—devel-
opment, implementation, evaluation, improvement,
and ongoing maintenance. When a project faces re-
source limitations, it is less likely to evaluate and take
effective steps to improve a tool. At the same time, it
is also less likely to have invested in the up-front de-
velopment and testing that reduces the need for en-
hancements. This combination significantly limits the
ultimate impact of an effort.

5. Privacy challenges are real but not insurmountable.

Often, concerns about whether it is possible to meet
privacy laws and expectations can seem so daunting
that they derail an effort before it even gets started.
However, the initiatives explored in this brief show
that a balance can be achieved that allows for appro-
priate information sharing while, at the same time,
protecting privacy. One successful strategy for get-
ting a project off the ground is to confine electronic
information sharing to information that is already
being shared in paper form and holding off on inclu-
sion of additional information and functionality until
a future point at which the system has built up trust
and demonstrated value. This approach was taken in
Ventura County Foster Health Link, which used the

initial phase of the electronic record to provide a more
complete, timely version of the data that were already
being provided to foster parents in a paper “Health
and Education Passport” that summarizes essential
information about the child. Other projects, such as
iFoster and HealthShack, meet privacy expectations by
putting youth fully in charge of their own record, in-
cluding the sharing of information and documents. As
systems capabilities are further developed to facilitate
appropriate treatment of data, such as through data
tagging and segmentation, they should be leveraged to
further enhance the ability of these projects to achieve
their goals.?

6. Federal and state support are needed.

While the projects discussed in this brief have demon-
strated that great innovation is possible through com-
munity-based, private, and public-private projects, it
is clear that an electronic records initiative requires
substantial federal or state support to achieve its in-
tended impact and grow to scale. As states move for-
ward in the development of new Comprehensive Child
Welfare Information Systems that meet federal expec-
tations of interoperability and reach, an ideal opportu-
nity exists to develop such systems to reach members

of the wider care team, as well as foster parents and
youth, with new tools and usable information. Federal
and state support can help by ensuring projects de-
velop as part of a larger, statewide vision, sharing best
practices and reusable assets wherever possible and
not re-inventing the wheel with each new initiative. In
the end, such planning will lead to more cost-effective
solutions that achieve the best outcomes for children
and youth in foster care.
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