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Abstract

Background: Despite a recent proliferation in web-based and digital resources that are designed to assist users in finding
appropriate mental health treatment and supportive services, it can be overwhelming, confusing, and difficult for an individual
or family member to access and use an appropriate navigation tool. As digital resources are increasingly sought after, thereisan
urgent need for a clearer understanding of digital navigation toolsin order to help link individuals with the tool that is best suited
to their needs.

Objective: The objective of this study was to determine the needs of individual s seeking mental health treatment and supportive
services and to quantify their experiences and satisfaction with available digital navigation tools.

Methods: A survey was offered via an email newsletter and social media posting throughout the extended membership of the
National Alliance on Mental 1lIness, which includes both individuals with a mental health condition and their family members
and support networks. A 13-item anonymous survey, which consisted of multiple-choice and open response options, was devel oped
to measure participants' past use of and experiences with web-based, mobile, and phone-based navigation tools. The survey was
available from April 9 through May 21, 2020.

Results: A total of 478 respondents completed the survey; the majority of respondents were female (397/478, 83.1%) and aged
>35 years (411/478, 86%). Younger respondents were more likely to report seeking mental health services for themselves, while
ol der respondents were more likely to be searching for such services on behalf of afamily member. The majority of respondents
seeking such services on behalf of a family member (113/194, 58.2%) required a combination of mental health treatment and
supportive services. Furthermore, two-thirds of respondents (322/478, 67.4%) used anavigation tool to find treatment or services.
The majority of respondents who provided feedback about their experiences with navigation tools (224/280, 80%) reported
difficulties, with data availability and accuracy being the most commonly reported issues.

Conclusions: The survey results suggest that issues with data availability and accuracy in available navigation tools remain a
major barrier for locating timely and appropriate mental health treatment and supportive services within the population of
individual s seeking such services. Particularly for individual s seeking care on behalf of afamily member, improving the accuracy
of and users experiences with navigation tools could have a major impact on effectively connecting people to treatment and
support services.

(JMIR Ment Health 2021;8(6):€27022) doi: 10.2196/27022
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Introduction

Approximately 1in5adultsand 1in 7 adolescentsin the United
States experience a mental health condition each year [1,2].
Although there has been significant progress in reducing the
stigma around seeking care, ensuring parity in insurance
coverage, and developing new therapeutic models, many
individuals continue to struggle in isolation when attempting
to enter and navigate acomplex and fractured care system. Each
of the over 60 million people with a mental health condition
has a unique set of experiences and needs that do not alwaysfit
neatly into the array of services that are available to them.
Beyond talk therapy, which hasbecomeincreasingly accessible
through advances in telehealth [3], and medication, which can
often be prescribed by aprimary care physician [4], many people
are in immediate need of specialized services, such as crisis
care or partial hospitalization programs [5,6]. Additionally,
coordinated carefor chronic physical health issues[7], housing
and legal support, or straightforward guidance and reassurance
may be needed as people navigate their overall health care path

(8].

In the context of the global COVID-19 pandemic, historic
protests against systemic racism and injustice and significantly
heightened political tensions, rates of anxiety, depression, and
traumarrelated stress have skyrocketed [9]. These overlapping
crises have brought to light the flaws in our current systems of
care. For many individuals, treatment can be inaccessible,
unaffordable, and unsuited to their specific needs[1,10,11]. In
2019, approximately 43% of US adults with a mental illness
who did not receive needed services stated that they could not
afford the cost of treatment, 33% did not know where to go for
help, and 20% simply could not afford to invest the necessary
time for finding and receiving treatment [1]. For researchers
and providers who are invested in reducing this disparity and
increasing access to and the appropriate use of mental health
services, it is critical to understand how people currently seek
out and access treatment and support options.

Health care—focused technology solutions have proliferated in
recent years. A recent study of downloadable apps for personal
mental health management and support reported more than 1400
individual productsin the Google Play and iTunes stores [12].
Insurance providerswho offer Affordable Care Act marketplace
and Medicare Advantage plans are required to publish provider
directories[13,14], and many insurers and health systems offer
web-based provider search and appointment scheduling tools.
However, successfully connecting to appropriate services can
be challenging, even with the aid of a directory or search tool.
Users may be unsure about what serviceisthe most appropriate
for their specific needs and how to parse information on the
internet about a diversity of specialtiesand treatment modalities
with overly technical names and descriptors [15]. Provider
directories are prone to inaccurate or out-of-date information
[16]. Mental health providers are less likely to participate in
insurance network plans and, consegquently, may change their
offerings and availability at will [17]. Amid a flood of
information, users who are likely aready experiencing
considerable stress may be overwhelmed and left without clear
guidance.
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Current efforts for simplifying this search process and
supporting user decision making include the development of
e-hubs—web-based directories of local resources and
community services that enable users to efficiently search for
and organize potential treatment and support options. With the
recent rise in web-based mental health tools, more
comprehensive e-hubs have emerged to support access to
web-based resources such as web-based forums, self-help
videos, and support groups [18,19]. It is particularly relevant
that these web-based navigation resources and e-hubs have been
community [19] and expert driven [18]. Although the avail ahility
and complexity of these navigation toolshasincreased, no single
e-hub is recognized as a gold-standard model.

The COVID-19 pandemic has highlighted the importance of
accessible mental health services[20] and hasresulted in asurge
in the demand for web-based treatment options. Despite the
clear potential that digital navigation tools have for improving
bility to both web-based and in-person resources, research
on this topic is sparse and often limited to the experiences of
younger adults [21]. Continued progress requires a more
complete understanding of how people search for mental health
treatment and related services and how satisfied they are with
their experiences of using different tools. Thus, in this survey
study, we aimed to assess how people seeking mental health
resources use and perceive technology-based navigation
resources. As we were aware of prior research suggesting that
information on interventionsisthe most important [22] and that
older adults are becoming increasingly comfortable with
operating web-based platforms [23], we hypothesized that
overall satisfaction with digital navigation toolswould be high.
However, given the diversity of the needs and experiences of
users and the difficulty of maintaining accurate informational
resources across a variety of platforms, quantifying the actual
experience of usersiscritical.

Methods

TheNational Allianceon Mental I1Iness (NAMI) isanonprofit,
national advocacy group based in the United States. By using
a nationwide network of state and local community—based
affiliates, NAMI provides education, awvareness, and advocacy
programs to support the mission of empowering individuals
with mental illnessand their family membersto lead productive
and fulfillinglives. Anintegral part of thiswork isthe operation
of the NAMI HelpLine—an information and support center that
isstaffed by individualswith lived experiences of mental illness.
The HelpLine served over 150,000 individualsin 2019 through
phone calls, emails, social media interactions, web-based
resources, and letters [24]. Throughout the first half of 2020,
the HelpLinereceived arecord number of inquiriesand requests,
which werein large part due to concerns about COVID-19 and
stress-related mental health concerns.

In order to better serve the needs of the community and improve
service delivery, NAMI conducted a web-based, anonymous
survey to assess individualS needs and experiences when
searching for mental health resources. This voluntary survey
was promoted through NAMI’s national leadership email
newsl etter and the NAMI Facebook and Twitter accounts. The
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survey was available from April 9 through May 21, 2020. The
eligibility requirements included any adult (aged >18 years)
located in the United States who had searched for mental health
treatment or services for themselves or someone else via the
internet.

The survey consisted of 13 questions, including demographic
guestions, questions abouts the types of mental health services
sought, questions about the types of tools used, and questions
about prior experience with navigation tools. Multimedia
Appendix 1 outlinesthe questionsthat were asked in the survey
aswell asthetype of responses available.

Results

A total of 520 individuals completed the survey, and 478
individuals met the eligibility requirements. A large portion of

Table 1. Demographic characteristics of participants.
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respondents (397/478, 83.1%) were female, 14.6% (70/478)
were male, and 1.5% (7/478) were gender nonbinary or
self-described their gender identity. Half of the respondents
were aged =55 years (242/478, 50.6%), 35.4% (169/478) of
individuals were aged 35-54 years, and 13.4% (64/478) of
participants reported that they were between the ages of 18 and
34 years. Most participants (403/478, 84.3%) self-identified as
White or Caucasian, 6.3% (30/478) of participants self-identified
as Black or African American, 2.5% (12/478) reported a
self-described identity, 2.1% (10/478) self-identified as mixed
or multiracial, 1.7% (8/478) self-identified as Asian or Pacific
Islander, and 1% (5/478) self-identified as Native American or
Alaska Native. Demographics are detailed in Table 1.

Characteristics of survey respondents

Values, n (%)

Gender
Female
Male
Nonbinary or self-described
Unreported

Race and ethnicity
Asian or Pecific |slander
Black or African American
Native American or Alaska Native
White or Caucasian
Mixed or multiracial
Self-described
Unreported

Age category (years)
18-34
35-54
=255
Unreported

397 (83.1)
70 (14.6)
7(15)
4(0.8)

8(17)
30 (6.3)

5 (1)

403 (84.3)
10 (2.1)
12 (2.5)
10 (2.1)

64 (13.4)
169 (35.4)
242 (50.6)
3(0.6)

A total of 67.4% (322/428) of respondents reported that they
used a web-based platform, phone-based directory, or mobile
app to find mental health services. Older adultswerelesslikely
to use navigation tools compared to younger adults, with 37.2%
(90/242) of those aged =55 years reporting that they had never
used a web-based platform, phone-based directory, or mobile
app to find mental health services, asshownin Table 2. Younger
respondents (aged 18-34 years) werelesslikely to seek support
by using the phone-based HelpLine or a phone-based directory
compared to middle- and older-aged individuals. While 21.9%
(90/411) of respondents aged =35 years reported seeking
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resources by using the phone-based Hel pLine or a phone-based
directory, only 7.8% (5/64) of younger participants used a
phone-based directory, and 12.5% (8/64) of younger participants
used a mobile app to seek resources. Younger respondents
(55/64, 85.9%) and middle-aged respondents (aged 35-54 years;
115/169, 68%) were more likely to report searching for
resources for themselves, while older individuals (aged =55
years) were more likely to report searching for resources on
behalf of afamily member or another individual who required
support (131/242, 54.1%).
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Table 2. Use of navigation tools by age.

Stafford et al

Responses All respondents Respondentsaged  Respondentsaged ~ Respondents aged
18-34 years 35-54 years >55 years

Tool sought and used, n (%)
Web-based search platform 289 (60.4) 45 (70.3) 112 (66.3) 131 (54.1)
Mobile app 48 (10) 8(12.5) 18 (10.7) 22(9.1)
Phone-based HelpLine or directory 97 (20.3) 5(7.8) 38(22.5) 52 (21.5)

No tool used, n (%) 156 (32.6) 17 (26.6) 48 (28.4) 90 (37.2)

Seeking on behalf of self, n (%) 281 (58.8) 55 (85.9) 115 (68) 111 (45.9)

Seeking on behalf of another, n (%) 197 (41.2) 9(14.1) 54 (32) 131 (54.1)

Total responses, n 478 64 169 242

Intotal, 48.2% (228/473) of respondents reported only seeking
resourcesthat wererelated to treatment (talk therapy, outpatient
psychiatry, inpatient care, or crisiscare), while 49.9% (236/473)
reported seeking a combination of treatment and support
resources (social worker or community resource officer, housing,
and legal or financia assistance). Across all age groups, those
who were seeking resources on behalf of someone else were
the most likely to be seeking a combination of treatment and

supportive services (113/194, 58.2%; Table 3). The top three
resources that respondents reported seeking were talk therapy
(362/473, 76.5%), outpatient psychiatry (361/473, 76.3%), and
crisiscare (250/473, 52.9%), asdepicted in Figure 1. The highest
rated concern reported was whether a service was covered by
their insurance. The lowest rated concerns, which areillustrated
in Figure 2, included transportation, cultural considerations,
and respect for gender identity.

Table 3. Type of service sought among individuals seeking services on behalf of themselves versus those seeking services on behalf of another.

Responses All respondents Seeking on behalf of self Seeking on behalf of another
Total responses, n 473 279 194
Treatment only, n (%) 228 (48.2) 151 (54.1) 77 (39.7)
Support service only, n (%) 9(1.9) 5(1.8) 4(2)
Combination of treatment and support services, n (%) 236 (49.9) 123 (44) 113 (58.2)
Figure 1. The most common services sought by survey respondents.
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Figure 2. The most common concerns among survey respondents.
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Of the 280 survey respondents who provided details about their
experiences with navigation tools, 224 (80%) indicated that
they had experienced frustration or difficulty. The most
commonly reported difficultieswere about dataavailability and
quality; approximately half of respondents who reported
experiencing issues with navigation tools indicated that their
search results did not contain enough information (118/280,
42.1%) or that the information provided wasincorrect or out of
date (132/280, 47.1%), as detailed in Table 4. Older adultswho
reported using navigation tools (103/132, 78%) were not

Table 4. Difficulties with navigation tools by age.

100 150 200 250 300 350

Number of Respondents

significantly morelikely than younger age groups (31/42, 74%)
to report difficulties (P=.57), but participants who were seeking
serviceson behalf of afamily member or someone el se (89/106,
84%) were somewhat morelikely to experience issues compared
to those seeking servicesfor themselves (135/174, 77.6%; Table
5). However, the difference was not statisticaly significant
(P=.20). For individuals playing caregiver roles, the avail ability
of comprehensive and user-friendly navigationtoolsisespecialy
relevant, asthe servicesthat are needed tend to be more complex
in nature.

Responses All respondents Respondentsaged ~ Respondentsaged ~ Respondents aged
18-34 years 35-54 years >55 years
Provided details about the use of a navigation tool, n 280 42 104 132
Any difficulty, n (%) 224 (80) 31(73.8) 88 (84.6) 103 (78)
Tool was confusing 50 (17.9) 8(19) 21 (20.2) 21 (15.9)
Specific need was not covered 95 (33.9) 14 (33.3) 37 (35.6) 43 (32.6)
Geographic areawas not covered 53(18.9) 7(16.7) 21 (20.2) 24 (18.2)
Not enough information provided 118 (42.1) 22 (52.4) 45 (43.3) 51 (38.6)
Information provided was incorrect or out of date 132 (47.2) 25 (59.5) 47 (45.2) 59 (44.7)
No difficulty, n (%) 56 (20) 11(26.2) 16 (15.4) 29(22)
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Table 5. Difficulties with navigation tools among individuals seeking services on behalf of themselves versus those seeking services on behalf of

another.
Responses Seeking on behalf of self Seeking on behalf of another
Provided details about the use of a navigation tool, n 174 106
Any difficulty, n (%) 135 (77.6) 89 (84)
Tool was confusing 32(18.4) 18 (17)
Specific need was not covered 54 (31) 41 (38.7)
Geographic area was not covered 31(17.8) 22 (20.8)
Not enough information provided 72 (41.4) 46 (43.4)
Information provided was incorrect or out of date 81 (46.6) 51 (48.1)
No difficulty, n (%) 39 (22.4) 17 (16)

Discussion

The results from our web-based survey showed that two-thirds
(322/478, 67.4%) of adults seeking mental health treatment or
support services used web-based, phone, and app-based tools
to find resources and information, but the majority (224/280,
80%) experienced difficulties and dissatisfaction largely dueto
out-of-date and incorrect information. The use of these tools
varied with age, with younger people being more likely to use
navigation tools, especially web-based platforms or mobile
apps, and more likely to seek mental health services for
themselves as opposed to seeking such services for someone
else

The survey results suggest that existing digital navigation
resources do not meet the demands of users. Although
widespread internet access and increased comfort with
web-based tools has resulted in the increased visibility of
web-based mental health resources, alack of reliable curation
has led to an accumulation of out-of-date and incorrect
information. These results suggest that a focus on the quality
of content may be the most important next step in this research
area. Offering some degree of personalization in insurance
coverage matching services also appears to be a crucial
factor—onethat isnot commonly availableto date. Furthermore,
web-based resources must account for the different needs and
prioritieswithin user populations. For instance, a previous study
suggested that older adults (aged =65 years) were more willing
to engage with digital tools after receiving digital skillstraining
and a demonstration of a tool’s value [25]. However, an
alternative study found significant variancein older individuals
(aged =65 years) use and perceptions of the benefits of digital
tools; the differenceswere more aligned with racial identity and
socioeconomic status than with age [26]. The results from the
survey conducted in our study did not show a meaningful

difference in the percentages of older adults who found that
navigation tools were confusing to use.

The primary limitation of this study lies in the generalizability
of the results. As the survey was conducted via a web-based
platform and promoted through digital communication channels,
it can be assumed that all participants had reliableinternet access
and at least amoderate level of comfort with using theinternet.
Participants with a connection to NAMI may have been more
likely than the general population to have past experienceswith
seeking mental health services and support, and many (eg, those
seeking inpatient treatment) were likely to be individuals or
family members of an individual with a serious mental illness.
Our findings may consequently have limited generalizability
to individuals seeking services and support for less intensive
and more common mental health conditions. The participant
population was heavily weighted toward older White females,
indicating that issues affecting members of minority
communities are underrepresented. The survey did not collect
information on socioeconomic status or geographic location,
of which both are factorsthat may significantly influence users
needs for and experiences with seeking services. Finaly, this
study was conducted from April to May 2020 (ie, early stage
of the COVID-19 pandemic), and we expect that the concerns
and experiences of those seeking mental health care may have
changed, as the pressures and constraints of the ongoing
pandemic have continued to affect both mental health needs
and the accessibility of related services. Finally, this study was
only offered in English; therefore, it is not representative of
many patients and families who read in other languages.

In summary, there remains a need for improved digital
navigation resources and e-hubs, as existing services do not
meet the needs and expectations of users. Asmore mental health
resources move to web-based platforms, ensuring that services
remain easily searchable and accessiblewill only become more
important.
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