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Abstract

Background: Adolescent voicesarefrequently excluded from sexual and reproductive health (SRH) research. Despite progressive
policies and access to SRH care, adolescents in New York City who live in neighborhoods with high poverty and those who
identify as Black or Hispanic experience poor SRH outcomes, including high rates of unplanned pregnancies and sexually
transmitted infections.

Objective: This qualitative study aims to guide Black and Hispanic adolescent mothers in identifying problem areasin SRH
care and cocreate health service recommendations with input from health care stakeholdersto address those problems and improve
SRH experiences.

Methods: Through ethnographic interview methods, adolescent mothersin New York City shared their experiences from before
pregnancy through parenting and identified problem areas in adolescent SRH services and education. Data were analyzed
inductively and using situational analysis. Adolescent participants attended 2 cocreation workshops. In the first workshop, they
confirmed interview findings, set priorities, and created rough prototypes. Following the first workshop, health care providers
wereinterviewed to inform refinement of the rough prototypes. Adolescents further devel oped prototypesin the second cocreation
workshop and named the resulting toolkit.

Results: A total of 16 adolescent mothers participated in 47 interviews, and 10 (63%) participants attended at least 1 cocreation
workshop. They highlighted deficienciesin sexual health education and emphasized the roles of health care providers and parents,
rather than schools, inimproving it. Adolescent participants designed recommendations for adol escents and health care providers
to support quality conversations between adolescents, parents, and health care providers and created a preappointment checklist
to help young patients initiate conversations with health care providers. Young participants stressed that sex education should
address topics beyond sexually transmitted infections and pregnancy, such as emotional health and relationships. They created
guidelines for health care providers outlining communication strategies to provide respectful, unbiased care and contraceptive
counseling that encourages adolescent autonomy. Participants shared specific suggestions for how to support young parents
respectfully. Health care stakeholders recommended adding information on confidential care; supporting lesbian, gay, bisexual,
transgender, and queer youth; and focusing on improving communication between health care providers and patients rather than
creating educational materials. In the second workshop, adolescent participants revised the prototypes based on feedback from
health care stakeholders and named the toolkit of recommendations First Steps.
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Conclusions: This study highlighted the important roles that parents and health care workers play in adolescent sexual health
education. Cocreated toolkits offer a practical approach for health care providers to engage adolescents and their parents in
meaningful, adolescent-centered conversations that can promote health, safety, and well-being.

(JMIR Pediatr Parent 2024;7:€60692) doi: 10.2196/60692
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Introduction

Background

Much of the research on adolescent sexua and reproductive
health (SRH) is deficit-focused, aiming to change individual
behaviors. This deficit model, which focuses on challenges,
rather than strengths, can perpetuate beliefsthat certain groups,
particularly young people of color and those living in
marginalized communities, need to be rescued or saved by
members of the oppressing community [1,2]. Such practices
minimize the lived experiences and expertise of youth and can
perpetuate cycles of poor health outcomes [1], by failing to
acknowledgethe root causes of hedlth inequities, such asracism,
segregation, and inequitable health policies[1,2].

Adolescent participation in SRH research is vital, given the
rising rates of sexually transmitted infections (STIs) [3] and the
significant racial, ethnic, geographic, and socioeconomic
disparities among pregnant and parenting adolescents [4].
However, few research studies include adolescentsin roles that
harness their wisdom about their SRH needs and experiences.
There is a need for strengths-based research approaches that
engage adolescents as experts to not only improve SRH
outcomes but also to address the root causes of the sustained
and widening inequities.

Adolescent SRH outcomes in New York City (NYC) expose
stark health inequities. Youth living in NYC neighborhoods
experiencing high poverty and those who identify as Black or
Hispanic experience the highest rates of pregnancy, childbirth,
and STIs[5,6]. INNY C, non-Hispanic Black adolescents report
pregnancies at rates 4 times higher than non-Hispanic White
adolescents and 7 times higher than Asian adolescents [6].
Similar disparities are present in birth data, with Hispanic or
Latinx adolescents giving birth at a rate 4 times higher than
Asian adol escents and 3 times greater than non-Hispanic White
adolescents.

Adolescent childbirth and parenting are associated with poor
social, educational, and health outcomes for young parents and
their children. Pregnant adolescents are at high risk of
complications such as pre-eclampsia and labor and delivery
concerns, including hemorrhage requiring blood transfusion
[7]. Infants born to adolescent parents are more likely to have
low Apgar scores and require assisted ventilation and intensive
care[7]. Parenting adolescents have lower chances of graduating
from high school and report high periods of joblessness[8,9].

Adolescents are generaly at high risk of STls, and socia
determinants of health including poverty and discrimination
increasethisrisk for marginalized adolescents[10,11]. INNYC,
Black adolescents and those living in neighborhoods with high
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poverty experience chlamydia and gonorrhea infections at the
highest rates [5]. STIs are often undetected due to low rates of
testing and many sexual partners experiencing asymptomatic
infections [10]. Data on STI testing prevalence among
adolescentsin NY Cislimited; however, nationally, just 20.4%
of sexually active adolescents reported being tested in the last
12 months [11].

STls are associated with adverse outcomes, including cancer,
pelvic inflammatory disease, and infertility, and many STIs
require lifelong treatment [12]. Female adolescents are at a
higher risk for certain infections such as chlamydia related to
normal biological changes associated with development [13].
Pregnant and parenting adolescents are at higher risks of STIs
[13], asthey are less likely to consistently use STI prevention
behaviors, such as condom use [14,15].

Adolescent SRH research in the United States has focused on
increasing knowledge about sexual health [16,17], increasing
contraceptive use [18-21], and developing decision support
tools to guide contraceptive method choice [22-24]. Many
studies have found modest or no effects on sexual health
outcomes. As the adolescent pregnancy rate decreases,
disparities persist, and those experiencing pregnancy are more
likely to develop an ST, indicating a significant gap in SRH
education and health care.

Few studies have investigated adolescent family planning
experiences or behaviors beyond encouraging the consistent
and correct use of a contraceptive method, and even fewer have
investigated this phenomenon in parenting adolescentswho are
at an increased risk for repeat pregnancies and STIs [25,26].
This approach to mitigating adolescent pregnancy is situated in
aresearch approach where heslth care providers and researchers
design models of careto address predetermined problems based
on their expertise [27] and measure success using outcomes
such as contraceptive uptake or ST rate. Research approaches
that de-emphasize factors beyond these clinical outcomes, such
as sdtisfaction with care, are of particular concern for
adolescents who will experience age-appropriate life course
changes that can affect their SRH decisions and preferences
over time.

The studies that have investigated adolescent SRH with amore
flexible and creative approach found that adolescent SRH
decisions are dynamic and influenced by numerous factors and
relationships, beyond the evidence-based effectiveness focus
of providers [28-30]. For instance, one randomized controlled
trial found that individually tailored motivational interviewing
that allowed for flexible conversations about concerns beyond
contraception, between participants and nurse interventionists,
significantly reduced the rate of repeat adolescent pregnancy
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[31]. Adolescents are capabl e of describing their distinct health
care needs, but they often receive carein health service settings
designed for adults or preadolescent children [32]. Their voices
are often not included in health services design due to barriers
to their participation in research [33].

Aims

There is a need to expand on the studies that support
adolescent-centered health services and to use research
approaches that are inclusive, collaborative, strengths-based,
and creative to facilitate adolescent participation in the design
of their SRH care. To meet this need and address the wide and
sustained SRH inequities, this study aimed to (1) use
ethnographic and design research to guide adolescent mothers
to identify problem areas in SRH care and (2) cocreate
recommendationsto improve SRH education and serviceswith
both health care stakehol ders and adol escent parentsto improve
SRH experiences. Adolescent mothers are an ideal population
to participate in cocreation to improve SRH for the broader
adol escent population based on their experiences with the SRH
care and education systems at key time points before, during,
and after an adolescent pregnancy.

Methods

Overview

This study presents findings from a qualitative human-centered
design (HCD) study with asample of adolescent mothersliving
in NYC. HCD is a research methodology in hedlth care that
considers the expertise of stakeholders, and more specifically
beneficiaries of health services, essential to the problem-solving

Figure 1. Processdiagram.
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and solution-generating processes [34]. HCD uses iterative
processes where researchers are deeply immersed in a specific
context and take a facilitator’s role to support all stakeholders,
whose expertise is recognized as central, in defining and
reframing problems as well as creating and refining solutions
[35-37]. HCD isan appropriate method to investigate persistent
problems and disparities that are not improved by existing
interventions [27]. It is a promising approach to addressing
health disparities where the needs of vulnerable and
marginalized populations may not be met by traditional research
approaches [38].

HCD follows a phased process where researchers and
stakeholders first investigate and define problems before they
prototype and evaluate solutions. The Double Diamond, more
recently called the Framework for Innovation, is a visual
representation of the iterative processes used in HCD.
Problem-solving and innovation in the Double Diamond
framework are divided into 4 phases:. discover, define, develop,
and deliver [39]. Inthediscover phase, researchersand designers
use ethnographic methods to develop a deep understanding of
the experiences and contexts of service users. In the define
phase, a problem is defined and redefined based on data from
the discover phase and input from stakeholder groups. In the
develop phase, prototypes are created to address the problems
identified in the define phase and feedback is licited to improve
the prototypes. In the deliver phase, thefinal product is put into
practice and evaluated for its impact on outcomes. This paper
reports on this project’s discover, define, and develop phases.
Figure 1 displays a process diagram that shows the methods of
datacollection, analysis, and cocreation in each of the 3 phases.

Develop

Data collection

Analysis and synthesis

Iterative cocreation

* Ethnographicinterview < |nductive analysis - Brainstorming and
* Empathy mapping + Situational analysis ideation
* Journey mapping * Insight statements *  Prototyping
* Inductive analysis * Member checking * Health care stakeholder
feedback
Positionality Theoretical Framework

Thefirst author (LG) conducted all study procedures as part of
adoctoral dissertation. She is a cisgender White woman who
is bilingual (Spanish and English), bicultural by heritage
(Hispanic Costa Rican and White Italian heritage), and works
as a maternal—child home visiting nurse. Coauthors served as
mentors with expertise in health services research (AS),
adolescent sexual health (YL), and HCD research (ALF).
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HCD elevates the voices of stakeholders if carried out in its
idesal, participatory form where studies acknowledge the context,
culture, and political nature of complex problems. Fayard and
Fathallah [40] suggested that researchers need to apply acritical
stance to recognize the expertise of stakeholders, consistently
reflect on positionality and the researcher’s influence on the
study, and maintain acommitment to a political viewpoint that
reflects the goals and needs of the participants and their
communities.
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To adopt this critical stance, we used intersectional feminist
theory to guide data collection, analysis, and researcher
reflexivity. Intersectional feminism considers the intensified
effects of overlapping racism, classism, and other forms of
oppression on marginalized women [41-43]. This framework
encouraged continual consideration of the power matrix that
adolescent parents in NYC face, including the health and
socioeconomic disparities sustained by racism, poverty, and
societal judgment.

Participants and Recruitment

We recruited adolescent participants from a home visiting
program for first-time parents, from achildcare program | ocated
in NYC public schools, and through snowball sampling.
Participants were eligible if they were aged <20 years, lived in
NYC, had English or Spanish proficiency, and had ever
experienced a live birth. We recruited health care stakehol ders
for the develop phase by contacting members of an adolescent
health specia interest group of a professiona organization
focused on SRH and a nursing health services research
collaborative. Hedlth care stakeholders were €eligible if they
were licensed registered nurses (RNs), physicians, nurse
practitioners, or physician assistants. We expanded inclusion
criteria to include students in a degree-granting program for
these hedlth care roles to include the views and opinions of
trainees with recent experiences in heath education. We
continued recruitment efforts until meaning saturation was
achieved per Hennink et a [44], where authors developed an
understanding of the various dimensions of single codesand an
overall understanding of the datain both Spanish and English.

Ethical Considerations

L G trandated consent formsand all study material sinto Spanish,
and a native speaker confirmed trandations. All study
procedures and materialsin English and Spanish were approved
by the New York University institutional review board
(FY2023-7308). New York State Public Health law considers
parents aged <18 years to be adults and allows them to make
health decisions for themselves and their children without
parental consent. Consistent with this law, al participants,
regardless of age, provided written informed consent. The
consent form included specific language about the mandated
reporting of suspected child abuse and neglect and the
procedures to do so. In addition, participants were made avare
that the research team could provide them with resources for
physical health; mental health; and educational, parenting, and
other needs.

All participantswere aware that their participation was voluntary
and could be revoked at any point during the study, and
declining would not affect their relationship with their referral
source. Participants received US $30 cash or gift card incentive
for completing each interview, up to 3 total. Before cocreation
sessions, participants were reminded of the group-based nature
of the workshops and that they did not need to sharetheir names
or other identifying information with the group and could keep
their cameras off. Adolescent participants received a US $50
cash or gift card incentive for cocreation workshop, up to 2
workshops.
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Discover Phase

Overview

The discover phase used multiple qualitative data collection
tools to support immersion into the adolescent context and to
build rapport and trust with participants. LG conducted all data
collection following a 3-section semistructured interview guide,
composed of ethnographic interview questions (section 1), card
sorting (sections 1 and 2), empathy mapping (section 3), and
journey mapping (section 3). Participants could elect to complete
datacollectionin up to 3 research encountersto offer flexibility
for scheduling. All participants chose the location of interviews,
including an online option on Zoom (Zoom Video
Communication, Inc). Participants completed a demographic
survey and reported contraceptive history.

Ethnographic I nterview

Ethnographic interviews are appropriate data collection
techniques during the discover phase of HCD studies as they
are exploratory and conversational and build trust with
participants [45]. We used both descriptive and structural
ethnographic interview questions to encourage participants to
use their own language and describe how they organized their
thinking about sex education, family planning, and sexua
activity. Theinterview guide included specific questions about
birth control and contraceptive counseling at time points from
before their pregnancies through parenting.

Card Sorting

Design researchers use card sorting to build rapport through
interactive activities that can ease participant discomfort in
discussing sensitive topics such as sex [46,47]. Card sorting
helps researchers understand and visualize how and why
participants organize or categorize knowledge related to a
phenomenon. In card sorting, we asked participants to group
people in their lives who either should or should not speak to
adolescents about sexua health and to rank the trustworthiness
of sexual health information sources.

Mapping

Design researchers use empathy mapping [48] to uncover a
person’s unspoken beliefs by dividing a page into 4 sections:
do, say, think, and feel. Participants completed 4 total maps, 2
from their perspectives as adol escents and 2 regarding how they
believe adults would fill out maps about adolescents. In total,
2 maps focused on adolescents generally and 2 focused on
parenting adol escents. They completed each map by answering
the questions, (1) “What do adolescents/parenting adolescents
do/say/think/feel about sex and family planning?and (2) “ What
do adults do/say/think/feel about adol escent/parenting adol escent
sex and family planning?’

Journey mapping [48] displays the steps people take and the
emotions accompanying those actions when engaging with a
service. Participants reflected on experiences receiving sex and
family planning counseling before, during, and after pregnancy
and described positive or negative moments along the journey.
Templates and examples of completed card sorts, empathy maps,
and journey maps are available upon request.
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Data Analysis

Data analysis co-occurred with data collection. Data were
analyzed inductively, first through open coding and later using
focused coding to categorize findings[49]. Situational analysis
derived from grounded theory [50] identified influential people,
objects, and organizations that affect adolescent sexual
decision-making. Findings specific to situational analysis are
published in a separate manuscript [51]. Findings were
synthesized into insight statements or short statements that
capture the important motivations, tensions, and perspectives
that encompass an HCD problem [52]. Interviews were audio
recorded on a password-protected recorder, anonymized, and
professionally transcribed. Audio recordingswere del eted after
transcription was compl eted and transcriptswere confirmed for
accuracy. Transcripts were read multiple times for immersion
into the data and were analyzed using Atlas Tl (ATLASLi
Scientific Software Development GmbH). Spanish language
transcripts were coded in Spanish. Analyses were confirmed
through team-based discussions and through member checking,
where participants offered feedback or confirmed the
researcher’sfindings. Reflexivity and reflection on positionality
were achieved through memoing and by discussing with research
mentors (AS, YL, and ALF), withthefirst author paying specific
attention to emotional and physical responses during interviews
and analyses.

Define Phase

Overview

In the define phase of an HCD study, a problem is defined and
redefined based on data from the discover phase and inputsfrom
stakeholder groups. We invited participants with English
proficiency who completed at least 1 interview segment to attend
the first group cocreation workshop conducted on Zoom to
maximize young participants ability to attend. Spanish-speaking
workshops will be conducted in a future study, given limited
resources and a smaller sample.

Workshop 1: Define

L G started the first workshop by providing apositionality slide
and facilitating a group discussion on rules for participation,
including agreeing to maintaining confidentiality, respecting
others' comments, and being open to learning new things. The
first half of workshop 1 focused on supporting adolescent
participants to define the key problems in SRH care and
prioritize which problems to address through cocreation.

Asthefirst step to defining the problems, L G presented insight
statements. Participants had opportunities to share feedback on
insight statements and suggest changes to statements if they
disagreed. Together, adolescents and LG transformed insight
statements into design opportunities or short statements that
summarized the challenges and encouraged partici pantsto think
broadly about solutions.
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Develop Phase

In the develop phase, researchers and stakeholders create and
refine solutions to design opportunities. The research team
selected a toolkit to design multiple solutions that could be
tailored to a specific context.

Workshop 1: Develop

Using a virtual whiteboard and guided by the design
opportunities, the group individually and then collectively
brainstormed a list of important content areas a messaging
toolkit for health care providers and adol escents should address.
L G encouraged participantsto think about general sexual health
and education and address specific contraceptive counseling
needs as identified in insight statements. A second whiteboard
was created considering how participants imagined the toolkit
recommendations could be used. After brainstorming a range
of ideas, L G presented 2 personas and accompanying scenarios
for the development of rough toolkit prototypes. We created
personas or fictional charactersthat represented different service
users' needs, experiences, pain points, and goals. LG refined
rough prototypes after the first workshop based on the group’s
goals and feedback during workshop discussions.

Health Care Professionals Feedback

L G conducted interviews using asemistructured interview guide
to elicit feedback on prototypes developed with adolescents
participating in workshop 1 with health care professionals,
including RNs, pediatricians, and obstetrician-gynecol ogists.
In addition to these interviews, LG led agroup discussionin a
graduate-level nursing SRH course. LG provided a summary
of the findings from the discover and define phases and
introduced different versions of the prototypes from the first
workshop. Theinterview guide asked health care professionals
to share feedback on the content of the prototype; the strengths,
weaknesses, and usefulness of the prototype in their practice;
and how they imagined the toolkit could be disseminated and
used in the future. Consistent with the develop phase, versions
of the toolkit were created and refined according to providers
feedback to be shared with adolescent stakeholders in a
subsequent workshop.

Workshop 2

In workshop 2, LG summarized health care stakeholders
feedback on the toolkit for the adolescent participants.
Discussions focused on reviewing feedback on the proposed
length, toolkit content, and the primary audience. During the
group discussion, LG and participants continued to iterate on
and refinethe prototypes. Thefinal 15 minutes of the workshop
were spent naming the toolkit, brainstorming ways to use the
toolkit, and discussing future directions for the project.

Results

Overview

A total of 16 adolescent participants signed written informed
consent. Demographics are presented in Table 1.
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Table 1. Interview and cocreation workshop participant characteristics (N=16).

Gerchow et d

Participant characteristics

Participants, n (%)

Age(y)
14 1(6)
15 1(6)
16 1(6)
17 5(31)
18 5 (31)
19 3(19)
Race or ethnicity
Black 3(19)
Both Black and Hispanic 4(25)
Hispanic 9 (56)
Interview language
English 12 (75)
Spanish 4(25)
Highest education completed
<9th grade 2(12)
9th grade 4(25)
10th grade 3(19)
11th grade 5(31)
High school diploma 1(6)
High school equivalency 1(6)
Birthplace
United States 12 (75)
Dominican Republic 2(12)
Ecuador 2(12)
Yearsliving in the United Statesfor foreign-born individuals
1 1(6)
2-5 2(12)
>5 1(6)
Neighbor hood income below the federal poverty level (%)
<20 1(6)
20-24.9 8 (50)
25-29.9 6 (38)
>30 1(6)
Insurance
Medicaid 13 (81)
Private insurance 2(12)
Uninsured 1(6)
Contraceptive history
Condoms 12 (75)
Withdrawal 10 (63)
Natural family planning or fertility awareness 9 (56)
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Participant characteristics

Participants, n (%)

Oral contraceptive pill
Implant

Injection

Patch

Ring

Intrauterine device

Emergency contraception

6(39)
6(39)
4 (25)
3(19)
0(0)

0(0)

3(19)

All participants identified as cisgender women or girls with a
median age of 17.5 (IQR 17-18) years. Most participants were
interviewed in English (12/16, 75%), insured by Medicaid
(13/16, 81%), and had not received a high-school diploma
(24/16, 88%). Participantsidentified asBlack (3/16, 19%), both
Black and Hispanic (4/16, 25%), or Hispanic (9/16, 56%).
Contraceptive histories varied, with most participants having
used condoms (12/16, 75%). The implant (6/16, 38%) and oral
contraceptive (6/16, 38%) were the most common hormonal
methods. In total, 10 (63%) of the 16 participants attended at
least 1 cocreation workshop, with 9 (56%) attending each
workshop and 8 (50%) attending both workshops.

Discover Phase

Overview

Participants completed 47 (98%) of 48 interview segments, with
11 (69%) of the 16 participants having at least 1 in-person
interview that was conducted at their homes, schools, or a
community organization. The remaining interviews took place
on Zoom where mapping exercises were completed using
Google Slides. Theinterview segment duration ranged from 22
to 63 minutes. We saw no differences in interview quality by
length, language, age of participant, or virtual versusin-person
setting.

Sex Education Needs

Participants described lacking quality sex education at school,
in their homes, and with health care providers. Despite living
in a large city with progressive reproductive health policies
around contraception and abortion, most participants received
no sex education in their school or received asingle class period
as part of a health class that addressed other topics such as
nutrition and substance use. At the same time, many shared that
school is not the best place for young people to learn about sex
due to the group setting and concerns that school staff do not
have the training and resources necessary to provide up-to-date
information.

In card sorting, all participants agreed that parents or other
trusted adults in a young person’s life such as an older cousin
or aunt should be speaking to adolescents about sexual health.
However, intheir experiences, participants said that most adults
overreacted or were judgmental and uncomfortable in these
conversations. Participants saw parental disapproval of sexual
activity as a universal experience for all young people. In the
interviews, they reflected on their experiences and wished that
their parents had understood normative adol escent devel opment,
which could have created a safe environment for conversations

https://pediatrics.,jmir.org/2024/1/e60692

about sexua activity and safety. On the other hand, some
participants grew up in families where adolescent sex or
pregnancy was seen as acceptable or inevitable, which changed
the way sexual health was discussed in their homes.

In addition to parents, al participants believed that health care
professionals should be educating young people about sex
because of their education and training in the health care space.
Some believed that health care workers could bridge the SRH
communication gap between parents and their children. Many
shared that pediatricians did not assess for sexual activity or
did so briefly only to move on from the topic if ayoung patient
said they were not sexually active. Instead, participants shared
that they began to learn about sexual health in more detail after
they discovered their pregnancy and that at thistime point, they
found health care providers to be judgmenta and paternalistic,
especially around birth control. Almost all participants
experienced coercive contraceptive counseling, with providers
pressuring them to long-acting reversible contraception (LARC)
and providing biased counseling that did not address the side
effects. Providers with the LARC-first mentality dismissed
participants' desires to use other less effective methods,
discouraged LARC removal, and diminished participants’ trust.

Contraceptive Use

Many participants shared that they did not want to use
contraception, even when actively avoiding pregnancy.
Discussions about side effects took place in interviews with
every participant. Many had personally experienced negative
side effects, including mood changes, weight gain, and undesired
vaginal bleeding or menstrual changes. Some participants
described feeling uncomfortable with theideaof LARC methods
being placed inside their bodies and disliking needles asreasons
to decline the injection. While most participants had used
condoms at least once, many described them as difficult to use
consistently because of issueswith partners, skinirritation, and
not having or using them in the moment of sexual activity.

Define Phase Workshop 1

During thefirst cocreation workshop, LG shared findings from
interviews with participants in the form of insight statements
and asked them for feedback and validation. Insight statements
and quotes from interviews that represent each statement are
provided as a Multimedia Appendix 1.

Insight statementsfocused on desiring adults, especially parents,
to understand and accept normative adolescent sexual activity,
recognizing insufficient sex education in school, and requesting
that parents and health care professionals take on roles to

JMIR Pediatr Parent 2024 | vol. 7| e60692 | p. 7
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR PEDIATRICS AND PARENTING

educate adol escents about sex. Three specific insight statements
guided cocreation activities, as follows: (1) young people do
not have away to learn about sex and contraception that includes
their parents (or an adult they trust) and health care providers
(who have the knowledge and training), (2) young people who
do not want to become pregnant do not use birth control; and
(3) hedth care providers put pressure on young people,
especially young parents, to use birth control, and it affects how
they counsal their patients. They do not accept “no” asan answer
thefirst time. Using “how might we” questions, LG transformed
insight statementsinto design opportunities to guide cocreation.

Gerchow et d

Develop Phase

Workshop 1: Develop (Brainstorming Toolkit Content)

In workshop 1, the group discussed the goal of creating
recommendations to help adol escents, parents, and health care
providers have high-quality conversations about sexual health
and contraception. The first cocreation activity asked
participants to consider what SRH content should be included
in the recommendations. Using sticky notes on a web-based
whiteboard (Figure 2), participants brainstormed the topicsthey
felt were important to include in sex education that would be
used by adolescents, health care professionals, parents, and
trusted caregivers. After initial brainstorming, the group
categorized and grouped sticky notes into 3 content aress:
contraceptive-specific content, general sex education, and other.

Figure 2. Workshop 1 content brainstorming categorized. Formatting and spelling in the figure represent the tool as it was created during the session.

STD: sexually transmitted disease.
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To address general sexual health issues, participants wanted
content that addressed STls, condoms, planning for or
preventing pregnancy, choosing an intimate partner, and consent.
Participants shared important topics specific to contraception,
including a list of al the birth control options available and
recognition of the birth control failure rate. Participants asked
for the content to address emergency contraception specifically.
Along with a complete list of all contraceptive options,
participants wanted honest descriptions of side effects and
desired testimonies of real people’'s positive and negative
experiences using a specific method. Workshop participants
discussed the importance of having an adult who will not judge
ayoung patient who wants to use contraception.

In addition to general sexual health and contraception content,
participants asked for specific information related to emotional
health, especially around how the relationship with a partner
can change after having sex. They suggested 2 content areas
about communication, including tipsfor how to talk to apartner
about condom use and ways to talk to parents or other trusted
adults about sex.
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Workshop 1: Personas and Prototyping

LG created 2 personas (Multimedia Appendix 2) based on
interview data to reflect participants chalenges and
experiences. One persona was a sexually inexperienced
cisgender girl aged 14 years, Alyssia, who was in a new
relationship and considering sexual activity with anew partner
aged 15 years. She had a close relationship with her mother,
but when they talked about sex, her mother used generic
messages such as*“ If you do that, be safe”” Shehad 2 goals, first
to learn about sex from her pediatrician whom she trusts and
second to open a communication channel with her mother to
be able to talk about these topics without her mother becoming
angry or uncomfortable. At arecent routine pediatric screening,
her pediatrician did not mention sexual health and she was too
shy to ask for sex education.

Workshop participants brainstormed recommendations and
adviceto sharewith Alyssiaand her pediatricianto help Alyssia
meet her goals. Participants believed that it was the
pediatrician’s job to conduct a sexual health assessment and to
present sexual health asanormal conversation point. They also
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stressed that even if a pediatrician was using the “right words’
that support normative sexual activity to introduce sexua health,
young patients would need to feel that the checkup was in a
safe and judgment-free environment. Participants introduced
the idea of a preappointment checklist as away for Alyssiato
alert the pediatrician about sensitive topics that she wanted to
discuss. They felt that this would be a way to ensure the
pediatrician made time for sexual health discussions or could
connect Alyssiawith someone else at the clinic to continue the
conversation if they ran out of time. They suggested that the
checklist should include physical sexual health topics such as
STls and birth control, along with relationship and emotional
health content. Participants brainstormed ways for Alyssia to
have a productive appointment with her pediatrician. First, they
stressed the importance of Alyssia's pediatrician being
responsible for starting the conversation about sex. Second,
they shared that private conversations and an understanding of
confidential care with the option to include a parent or trusted
adult are the best ways for ayoung person to feel comfortable.

The second personawas Vanessa, acisgender girl aged 17 years.
Shewas asexually active patient presenting to the gynecol ogist
to start birth control. She expressed a desire to use the ora
contraceptive pill, but the gynecologist disagreed and focused
counseling on the intrauterine device and the implant. Vanessa
wanted to learn more about the pill and avoid pregnancy.
Workshop discussions about Vanessa's case focused on
designing recommendationsfor health care providerstoimprove
contraceptive counseling experiences.

First, participants discussed what guidelines the gynecologist
could follow to improve this encounter. They shared that health
care providers need to be accepting of apatient’srequestswhile
also doing their job using questions such as, “What makes you
interested inthe pill?’” They suggested that health care providers
need to begin contraceptive counseling sessionswith broad and
open-ended questions such as “What birth control methods did
you have in mind?’ rather than assuming that a young patient
wants a long-acting method. They emphasized the importance
of Vanessa feeling safe during the appointment and feeling
comfortable speaking about her SRH needs.

The group responded to afinal set of questions about how health
care providers should speak to and support young parents. In
terms of contraceptive counseling, participants wanted to be
treated the same as adult pregnant or parenting patients and
given respect and autonomy. Many shared that they wanted
health care providersto care about them as a person and a parent,
rather than ayoung person at risk of a subsequent poor outcome.
Others shared that the assumption that a young mother is
sexually active and desires birth control or will not be able to
abstain from sexual activity is harmful and leads to a loss of
trust in the health care provider.

Following this workshop, LG organized prototyped
recommendationsinto separate “ recommendationstoolkits’ for
adolescents and health care workers. LG created an electronic
mock-up of rough prototyped toolkits using the Canva software
(Canva Pty Ltd).

https://pediatrics.,jmir.org/2024/1/e60692
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Health Care Stakeholder Feedback

Prototype feedback interviews ranged from 20 to 40 minutes
with 10 health care professionals, including RNs (n=6, 60%),
pediatricians (n=3, 30%), and obstetricians-gynecol ogists (n=1,
10%). Nurses in a graduate-level SRH class in NYC (8/10
students, 80%) also provided feedback. While most (7/10, 70%)
RN and obstetric stakeholders had practice experience in the
NYC area, pediatric providers represented more geographic
diversity, with experiencesfrom New England, the southeastern
United States, and the West Coast represented. When reviewing
the prototypes, they believed that the content requested by the
adolescent participants was appropriate and could help health
care providers understand adolescents' needs. Health care
stakeholders were unsurprised that young parents felt judged
and had negative experiences with SRH providers. To address
these negative experiences, they suggested that the toolkit could
focus on improving adolescent-health care provider
communication, rather than duplicating preexisting educational
resources. However, health care provider participants shared 1
concern about adding to the cognitive burden placed on primary
care providersto serve as sex educators, given their limited time
and resources.

They recommended adding information on the ability to provide
confidential SRH care to minors and information on inclusive
and respectful care of sexual and gender-diverseyouth, including
normalizing the use of pronouns. Pediatricians suggested adding
practical tips for health care stakeholders to conduct routine
sexual health appointments with adolescents, such as adding
conversation starters or reviewing the steps of a sexual health
assessment. They believed that the previsit checklist could be
helpful, both for young patients and health care providers to
prioritize sensitive topicsand to consider including or excluding
parents or supportive adults based on ayoung patient’s request.
LG iterated on the prototype versions after interviewsto present
to participants in workshop 2 for additional revisions.

Workshop 2

In the second workshop, adol escent participants discussed health
care stakeholders' suggestions to improve communication
between health care workers and adolescents, rather than
recreating educational materials. Participants agreed, and
cocreation workshop 2 focused on refining the toolkit made for
health care providers.

First, LG shared health care stakeholders’ questions about how
to help young patientsfeel safeto have sexual health discussions
with them. Participants shared that the most important aspect
of aconversation wasthat it was nonjudgmental and that health
care providers addressed them with respect by giving them time
and attention, not following checklists, or being focused on the
computer. Participants shared that hearing personal storiesfrom
a health care provider about their own life or the experiences
of their patients or friends can help aperson to feel comfortable
and humanize SRH education and counseling. Participants
shared that many young patients do not know that they can
receive SRH care confidentially and that this may affect their
trust in a health care provider.
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Participants discussed the proposed preappointment checklist
and felt that it could encourage autonomy by motivating
adolescents to set appointment goals and priorities. They aso
responded positively to the checklist having talking points
related to specific SRH topics. The group reviewed the list of
topics on the checklist, and participants opted to add consent
and sexual violence aspects, which were not included in the sex
education they had received at school or home. Finally, the
group brainstormed a list of appointment “dos and don’'ts’ to
provide concrete recommendations to guide heath care
providers to find the words needed to conduct sexual health
assessments.

At the end of the workshop, participants took time to name the
toolkit. The group agreed on First Steps as they felt that the
guidelinesthat they had created were building blocksfor health
care providers to improve their SRH care to adolescents.

Figure 3. Toolkit final prototype.
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Following the workshop, LG continued to refine the toolkit
using the Canva design software and reviewed the toolkit with
coauthors while considering plans for future refinement,
dissemination, and implementation.

Final Toolkit

The fina toolkit is a 5-page document (Figure 3), with each
page functioning as a stand-alone sheet that could inform care.
The first page introduces the creation of the toolkit with
adolescent mothers and their motivation to participate in the
project based on their prior experiences with poor care. This
first page offers big-picture recommendations for health care
providers working with adolescent patients, including making
sexual health assessment routine, recognizing biases, and
considering body language and facial expression as components
of asafe space.

. : =
First Steps First Steps First Steps
A sexual and reproductive health toolkt for healthcare providers
vl by ackslment resthers from Mevw York City Content adolescents want to learn about from
O o Q@ oont healtheare providers ;.
Why_this toolkit? [ oevelopment, semual activity for young people
¥oung people trust healthcare workers to provide comprehensive 2‘..’.'_:‘::&';"»::15“' B O sexustity
sex education because they are trained and educated in burte ”“""""I:""“w;m. » camtorasin O] cender

healtheare. But- some providers are Judgmental or uscomicrable
about adolescent sexual activity. They pressure young people to
chouse LARC without promating adaleseent autonomy. These
messages were made by young mothers to guide healthcare
warkers to do better]

Tare re far p
e ComfieTabie) egenencs
and Shores. not et Tt

of il of our chachum
sl Inciabe AN FumanL et

One bad experience with a healthcare
provider can turn a young person off from

FIUL OGN T TGS
[ 5T1- risks, prevention, symptoms, treatrmest

[ Healthy retationships
O cheosing to be sexually active

O consent

[0 Discussing condom use, ST1 testing with partners

T
Bt te e

0 intimacy, effects on mental heaith

n Sexual safety

seeking out care.

Big Picture Recommendations
* Make sexual health assessment and education routine
**if your practice does not aliow for sufficient time,
consider a nurse, social worker, or other healthcare

Sodws e defarars,
eople have sids effects they
i

it

worker to meet this need
« Don't assume young pecple feel safe talking with you
» Your body language and facisl expression mean everything
* Introduce yoursell with pronours and ask for patients’

[ Pregnancy
O Pranning or preventing
O sieth central
O vist sl methoas
[ effectiveness and failure
O side efrects

sctive
gt Wt b
irtred

i acimamnts do vt
et

pronguns with and without parents present
+ Leam the resaurces for topics outside of your practice area
+ Recognize and check your bias - If you are uncomfortatle
with the idea of adolescent sex, seek out training and
support

“¥iou are doing & grase o
s £ 1 bl

it o
oy paresan | e wad e grasere

] Reat life experiences with different methods
[0 Emergency Contraception

“Getting et e i
[ avarticn

bl
e #4lnrmens STk canarel, ke
e U0 e mplant

[ rights to receive sexual health care confidentially

First Steps
Talking Points.

——

- ™,
!/fm_..-.; tematesmay have gher \ "'“':"":“’;_ D Senuality, gender identity
vk of same ST like \ ""n"m D S
chlamydia relsted torormal ity
jour body related 1o/, i
— D Emeérgency contraception
D Redationships
Yourg pariners exerience

relationship isswes just ke
adults and there are resources
especially for them

D Pregnancy
D Something else

First Steps

Topics | want to cover during my appointment

D Sexually transmitted infections

D Consent, sexusl violence, sexual safety

[ oo [ vo wor

Include my parent or another adult in the conversation

0w [ vo vor

Share educaticnal materials about sex or reproductive
health with my parent or another adult

The second page displays atable with the “dos and don’'ts” for
various categories, including introducing sex, contraceptive
counseling, and working with young parents. Dos include
offering both confidential private care and the inclusion of
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parents or trusted adults at appointments, sharing real people’s
experiences, including their own experiences, and providing
contraceptive counseling that supports adolescent autonomy.
Don'ts address coercive contraceptive counseling approaches,
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shaming young patientsfor being sexually active, and assuming
that all adolescent participants would like their SRH careto be
kept private from their parents.

The third page offers talking points that can help normalize
sexual health behavior and offer educational information about
variousfactorsthat affect adolescents’ decisionsand behaviors.
The fourth page presents a list of SRH topics that adolescent
participants wanted health care workers to be able to provide
education or resources about. The preappointment checklist is
the toolkit’s final page. The checklist includes a list of topics
adolescents can use to aert health care providers of the SRH
content they want to learn about and includes optionsto request
the involvement of a parent or trusted adult either during an
appointment or through educational materials.

Discussion

Principal Findings

This study used HCD and cocrestion techniques with adol escent
mothers and health care stakeholdersto design atoolkit to help
health care providers deliver high-quality, adolescent-centered
SRH care. Using HCD supported us in acknowledging the
importance of adolescents’ agency and recognizing their
expertise as necessary components to develop health services
that are meaningful and useful. Using HCD not only guided
adolescent participantsto identify the SRH problemsthey have
seen and experienced but al so generate solutionsthat are rel evant
to their experiences and needs [53]. While still subject to bias
and power dynamics, HCD and other participatory approaches
can address common concernsin research where interventions
designed by expertsin afield can lead to the development of
culturally unsafe interventions that are ineffective or even
harmful [54].

Comparison With Prior Work

Our findings are consistent with previousliterature, and through
the HCD approach, these findings supported the cocreation of
the First Steps toolkit. Participants described insufficient SRH
education, and many believed that they did not have the
knowledge they needed when they were contempl ating engaging
in sexual activity or discovered that they were pregnant. Similar
to our participants, the SRH education that adol escentsreceived
depends on the norms and values in their homes and schools,
with some favoring comprehensive sex education and others
endorsing abstinence-only education or avoiding the topic
[55-58].

In cocreation workshops, adol escents brainstormed waysto fill
the gaps left by insufficient sex education. While participants
described parents as responsible for communicating with their
children about SRH, they acknowledged that some parents may
not have the comfort or knowledge to do so. Instead, they
identified health care workers as responsible adults with the
knowledge and training to educate them, and potentially their
parents, on SRH. At the sametime, participants shared that their
experiences with health care workers were judgmental or
coercive, putting pressure on them to use a specific birth control
method and focusing on risk rather than their overall health or
well-being. These findings are consistent with literature
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examining adolescent experiences with health care providers
where young patients have experienced or feared the health care
provider’s judgment about their sexual health behaviors [59]
or counseling that was biased dueto their age[60]. Researchers
have begun to recognize contraceptive coercion at the hands of
health care providers, realizing that counseling methods such
astiered-effectiveness counseling are at odds with reproductive
justicetenets[61]. First Stepsnot only confirmed these findings
but also offered suggestions and actionable practice changesto
addresslongstanding reproductive health concernsand amplified
the importance of reproductive autonomy.

Toolkit recommendations focused on content areas that
adolescents believed should be included in SRH education,
guidance to health care workers on how to discuss sex with
young patients, and a previsit checklist that could help
adolescent patients alert health care staff that there are specific
SRH topics they would like to discuss at a checkup. Many of
these concepts are not new to the SRH literature, including
respecting adol escent patients as capabl e of making autonomous
decisions[62,63] and theimportance of trust and nonjudgmental
care[63,64]. However, the First Stepstoolkit providestangible
recommendations for health care providers to improve health
service delivery created by adolescents in their language and
based on their needs and expertise. Beyond modules or training,
the toolkit offers an actionable change to practice that can be
implemented in diverse contexts. Thetoolkit can be paired with
the few existing education-focused interventions that support
the engagement of both parents and health care providers, such
as Families Talking Together, asex education program for Black
and Latino youth aged 10 to 14 years [65].

First Steps addresses adolescent—health care provider
communication, filling agap in research where studiestypically
focus on increasing SRH knowledge, exploring experiences, or
testing interventions designed by health care providers and
researchers as the experts. First Steps, on the other hand, is
innovative having been created through the phases of HCD with
both adolescents and health care stakeholders, focusing on
improving SRH service experiences and adolescent
communication with trusted adults. The toolkit enables health
care providers and researchers to use existing education
resources while strengthening their relationships with
adolescents and the trusted adults in their lives.

Strengthsand Limitations

This study engaged an underresearched popul ation, adolescent
mothers, to sharetheir experiencesand participatein redesigning
SRH service delivery through cocreation. The use of HCD
methods alowed for considerable time in the field and
immersion into the adolescent context, while the workshops
brought participants together to share their experiences and
expertise. Thisstudy’s most significant strengths are cocreation
and the design of a tangible deliverable that uses adolescent
mothers’ words to recommend actionable SRH practice and
education changes. Adolescent mothers are frequently
overlooked in research; however, our findings, participant
retention, and the toolkit deliverable collectively exemplify
their wisdom and commitment to the health and well-being of
their communities.
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Varied data collection techniques, member checking, and
additional confirmation of insight statements during group
sessions strengthened the credibility of the findings. LG is an
experienced home visitor with >10 years of experience working
with young parents and their infants and toddlers. However,
she was the sole researcher conducting interviews and
facilitating cocreation workshops, which may have led to biases
in analyses and interpretations. Thisbiaswas mitigated as much
as possi ble through group-based discussions, reflection through
memoing, and discussion of LG’s positionality with participants.

The adolescent participants are reflective of the adolescent
parenting populationin NY Cinterms of race, age, and ethnicity;
however, their experiences and recommendations to improve
practice may not meet the needs of nonparenting adol escents,
those from rural communities, or those with different heritage
backgrounds, potentially limiting the transferability of the
findings. The geographic diversity of health care stakeholders
and the participatory HCD approach may have hel ped to mitigate
the effect of thislimitation. Similarly, all participantsidentified
as cisgender women or girls, and their SRH experiences and
proposed care solutions may not meet the needs of sexual and
gender-diverse adol escents. Owing to resource constraints, LG
did not recruit enough Spani sh-speaking participants to conduct
Separate cocreation workshops with those participants; however,
their perspectives from interviews were included in cocreation
discussions and generaly matched the perspectives of
English-speaking participants.

Implications

Methods such asHCD can guide researchersto conduct studies
that support adolescents in identifying problems and creating
solutions. Elevating the voices and expertise of adolescent
mothers addresses a gap in research, where adolescents who
are adready parents are under-studied in favor of prevention
programs focused on nulliparous adolescents. This study
provides methodological guidance to conduct a multilingual
HCD study that includes virtual and in-person interviews and
a cocreation component with adolescents. Future research can
support adolescents, including those who are already parents,
to design sexua health education and assessments that are
adol escent-centered and foster a sense of safety. Replication of
the earliest phases of the project will ensure that toolkit
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recommendations meet the needs of diverse populations,
including adolescents from rural communities, immigrantsfrom
regions and countries not represented in this study, and sexual
and gender-diverse adol escents.

Health care providers can use the toolkit and introduce the
preappointment checklist to their patients to normalize sexual
health discussions, support parent involvement if desired, and
situate themselves as sexual health educators. Additional
research to further refine the prototype and consider how to best
evaluate thetoolkit in practiceis needed and planned for future
study. Health care providers working in geographically diverse
settings, particularly those in statesthat restricted accessto SRH
services and education, will have unique and important insights
that can inform the creation of multiple versions of the toolkit
for use in diverse hedth services contexts, including
school-based health centers.

There are opportunities for continuing education and
interdisciplinary collaboration in pediatric care settings. Such
practices support specialization in the various SRH topics that
adolescents described as important to their overall SRH
knowledge besides STls and pregnancy, including relationship
and emotional health. Adolescent health care sites can consider
adding mental health providers, RNs, or other health care
workers to deliver holistic SRH care and education without
adding additional practice burdens on primary care providers.

Conclusions

Despite decades of commitment from researchers, policy
makers, and health care providers seeking to increase adol escent
SRH knowledge and improve accessto services, poor outcomes
still persist and health disparities continue to widen. Thereisa
need to address adol escent SRH concernsfrom the perspectives
of adol escentsthemselves and to value and recognizetheir lived
experiences as essential to the development of health services.
This HCD study exemplifies adolescents’ wisdom, creativity,
and abilities to be the designers of their own SRH care. The
study supports adol escent participation in the redesign of health
services and education in the United States and offers health
care stakeholders the opportunity to reflect on the care they
provide, with actionable and constructive practice changes that
canimprove SRH education, service experiences, and ultimately,
outcomes.
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