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Abstract

Background: Women living with HIV (WLWH) report low engagement in health care, missed office visits, and less
engagement in the clinical encounter. Strengthening the clinical encounter for WLWH may improve health outcomes
and quality of life. The Adaptive Leadership Framework for Chronic lliness offers specific adaptive leadership strategies
for providers to improve patient-provider interactions. The purpose of this study was to examine adaptive leadership
behaviors that contribute to the development of effective patient-provider communication from the perspectives of
WLWH.

Methods: The descriptive, cross-sectional and qualitative study conducted interviews with 22 WLWH to assess
perceptions of the clinical encounter related to HIV-related stigma, engagement in care, medical distrust, and experi-
ences with discrimination and quality of life. Members of the study team using a set of a priori codes analyzed data
using NVivo 12.0.

Results: Participants described two primary themes and subthemes of each for adaptive leadership behaviors. The
primary theme for adaptive leadership of providers was ‘my provider cares about me”; subthemes were communica-
tion, trust building takes time, and supportive providers are trusted. The primary theme for adaptive leadership of
WLWH themselves was "l care about me; subthemes were self-advocacy and self-empowerment.

Conclusions: Providers can use adaptive leadership behaviors during clinical encounters to support WLWH, improve
patient-provider communication, enhance trust, and improve patient outcomes.
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Introduction
In 2018, there were 37, 968 new HIV diagnoses in the

treatment and adherence for women living with HIV
(WLWH) [2, 3].

United States with 19% (7,190) being among women
of which the majority (57%, 4097) were among Black
women [1]. Patient perceptions of the quality of health
care delivery during clinical encounters contributes to
racial and ethnic disparities in health, including in HIV

*Correspondence: schenita.randolph@duke.edu

! Present Address: Duke University School of Nursing, Durham, NC, USA
Full list of author information is available at the end of the article

B BMC

The clinical encounter is the point at which transac-
tions between patients and professionals take place and
provides an opportunity for providers and health sys-
tems to influence the health of women vulnerable to
and living with HIV [4-7]. When they identify with
groups that have been historically disempowered, such
as women from diverse racial and ethnic backgrounds
and women living in poverty, WLWH are more likely to
report lower engagement in HIV-related and other health
care, miss more office visits, and be less engaged in the
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clinical encounter [2, 8, 9]. Such disparities contribute to
low treatment adherence, lack of viral suppression, and
overall outcome disparities [10, 11]. Among the com-
plex factors that contribute to these disparities, patient-
provider interactions during the clinical encounter have a
strong impact on patient perception of health care qual-
ity, which ultimately influences health outcomes among
WLWH [2, 12, 13].

Factors that influence the clinical encounter include
the strength of patient-provider relationship, communi-
cation, and the degree of medical distrust. Poor patient-
provider relationships and communication may be linked
to poor health outcomes, particularly for Black women
and other communities of color [12, 14]. Medical distrust
— “a belief that we should question one’s motives and view
their actions with suspicion because they are likely to act
in a way that the quality of care or the accuracy of infor-
mation provided may be compromised” [15, p. 442]—is
negatively correlated with perceived need for medication
and medication adherence, especially for Black people
living with HIV [10]. Medical distrust is also linked to
internalized stigma among WLWH and decreases their
engagement in care [11, 16].

Nevertheless, some studies have highlighted wom-
en’s resiliency and advocacy for their own health, even
while they are operating in systems where poor patient-
provider interactions exist [17, 18]. In one study, Black
female patients who reported perceived racial bias and
lack of effective provider communication in the clinical
encounter were motivated to be proactive self-advocates
in the clinical setting [17]. Thus, both patients and pro-
viders contribute to effective clinical encounters and
optimal health outcomes and quality of life.

Adaptive leadership framework
Chronic illness presents challenges to patients, their
families, and their providers that require adaptive lead-
ership to support the clinical encounter. The Adaptive
Leadership Framework for Chronic Illness proposes two
broad categories of challenges that patients face — techni-
cal and adaptive [19, 20]. Technical challenges have clear
solutions delivered by providers, such as prescribing an
appropriate medication regimen. Adaptive challenges
require the patient to engage in the work of acquiring
new knowledge, learning a new skill, and/or changing
their thinking and behavior, thus adapting to their new
diagnosis [21]. Providers exhibiting adaptive leadership
both galvanize patients to action and support patients
and their families to do their adaptive work [21].
Previous research on the Adaptive Leadership Frame-
work for Chronic Illness has largely focused on the pro-
vider’s perspective of the patient-provider relationship
[4, 22]. However, a patient’s adaptive leadership skills are
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equally critical in a collaborative model of care in which
the patient, family, and provider are actively engaged
together in care [21]. Collaborative work requires the
provider and patient to co-develop appropriate and sus-
tainable approaches to care [20]. The provider’s role is to
recognize the need for adaptive work, coupled with the
ability to encourage, facilitate, or create adaptive change
[20].

The Adaptive Leadership Framework for Chronic Ill-
ness can be helpful in identifying the perspectives of
WLWH regarding specific behaviors that support effec-
tive collaborative patient-provider interaction. The pur-
pose of this paper is to describe perspectives of WLWH
regarding which adaptive leadership behaviors contribute
to the development of successful patient-provider com-
munication and clinical encounters.

Methods

Design and sample

The design of this study was descriptive, cross-sectional
and qualitative. Participants were recruited from the
North Carolina cohort of the Women’s Interagency HIV
Study (WIHS), (a multi-center, prospective, observa-
tional cohort study of 123 eligible women living in the
United States who have contracted HIV or vulnerable to
HIV acquisition), which was designed to investigate the
progression of HIV disease in women [23].

Eligibility criteria for the current study included age 18
or older, spoken English, and the ability to provide writ-
ten informed consent. A study coordinator of the WIHS
study team introduced the study to all eligible partici-
pants. Interested participants were asked for their pre-
ferred contact format (phone call, email, SMS, or US
mail), which was forwarded to the PI who then contacted
each woman to explain the study and answer any ques-
tions. Women who agreed to participate were scheduled
for an interview.

Interviews were conducted in a private room at one of
two clinical locations by the PI (MVR) between July and
October 2016 and recorded using two encrypted digital
recorders. The encrypted digital recorders were placed
in a locked box, transported back to the study office, and
secured in a double locked file cabinet in the principal
investigator’s private office at the end of each interview
day. Within 24 h, each interview was downloaded from
the encrypted digital recorders to a study folder on a
self-encrypting drive (SED). Interviews were transcribed
verbatim by a doctoral student in nursing and verified
as accurate by the study’s PI; the original digital record-
ing was destroyed. Although saturation was identified by
the seventeenth interview, a total of 22 interviews were
conducted to ensure informational redundancy and
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theoretical saturation. Women participating in the study
received a $50 gift certificate for participation.

Ethical considerations

The Duke University Institutional Review Board (IRB
# Pro00067256) provided study approval. All methods
were performed in accordance with the relevant guide-
lines and regulations. All study participants were read
the consent form, given an opportunity to have any
questions addressed, and advised that participation was
voluntary. Written informed consent was obtained on
all study participants. This study utilized unique iden-
tification numbers to help protect the confidentiality of
study participants; participant names were not used on
any study related forms except for the written informed
consent form. Forms with identifying information were
maintained separately from data files in a secured file
cabinet located in the private office of the principal inves-
tigator. Only the project director and the principal inves-
tigator had access to the file that linked the unique ID
number to the name of the study participant; this file was
password protected and stored in a separate study file on
a secured electronic drive.

Measures

Three unfolding stories of WLWH were developed by the
PI for this study to facilitate the interviews. The illustra-
tive stories depicted WLWH at three different ages start-
ing with a woman in her 60’s, age 50 and between the
ages of 20-30 years. The questions embedded within
these stories were designed to explore the challenges of
being an older WLWH. The probes were designed to have
WLWH reflect on various challenges including aging,
engagement in health care, health problems, family and
intimate relationships and quality of life among older
women [16]. As the interview progressed women were
asked to reflect on what they thought these types of chal-
lenges would be for a woman in younger and middle-aged
stages of life. The stories were designed to help the par-
ticipants reflect on their lives and anticipate their futures
to generate additional perspectives that a single interview
could not embody. Questions were embedded within the
stories to prompt descriptions of the experience of being
a WLWH. Questions were related to HIV-related stigma,
disclosure, antiretroviral therapy adherence, engagement
in care, medical distrust, experiences with discrimina-
tion, depressive symptoms and quality of life. The inter-
view guide developed for this study has been previously
published [24].

Data analysis
Each verbatim transcript was coded, using NVivo 12.0,
by two members of the study team using a set of a
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priori codes. The codebook was enhanced with second-
ary codes that included HIV stigma and disclosure, the
HIV care continuum, including engagement in care and
ART adherence; medical distrust; experiences with eve-
ryday discrimination; and depressive symptoms. The
coding team members also discussed emerging codes
during regular team meetings. New codes were added to
the codebook in an iterative manner. The revised code-
book was used to code all transcripts.

Upon completion of initial coding, the team convened
to discuss emerging themes in the context of the Adap-
tive Leadership Framework for Chronic Illness, during
which areas of developing thematic foci were identified.
To ensure credibility and trustworthiness of findings,
the team broke into theme-based work groups and re-
immersed themselves in the data to explore the richness
of a specific theme and to seek confirmability of the find-
ings. Analyst triangulation, triangulation of sources, and
use of a single interviewer with experience in research
and practice among WLWH facilitated credibility of
findings.

Results

The mean age of participants (n=22) was 52.2 years
(range 38-62 years); 31.8% (n=7) were younger than
50, and 86% (n=19) self-identified as African American/
Black. Participants described multiple health encoun-
ters with professionals within the health care system,
including interactions with physicians, social workers,
and nurses. We identified a primary theme and multiple
subthemes of the participants’ perspectives on adaptive
leadership behaviors of, each, their providers and them-
selves (Fig. 1). The primary theme for adaptive leader-
ship of providers was “my provider cares about me”;
subthemes were communication, trust building takes
time, and supportive providers are trusted. The primary
theme for adaptive leadership of WLWH themselves
was “I care about me; subthemes were self-advocacy and
self-empowerment.

Provider's Adaptive
Leadership
¢ Communication

* Time to develop
relationships
* Supportive measures

Patient-
Provider
Relationship

Collaborativ

e Work

Patient's Adaptive
Leadership

* Empowerment
* Advocacy

Fig. 1 Collaborative adaptive leadership behaviors that enhance the
patient-provider relationship
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Adaptive leadership of providers

My provider cares about me Participants confirmed that
a central adaptive challenge for patients is distrust in the
healthcare system that negatively affects the relation-
ship between themselves and their providers. WLWH
described specific providers’ skills, attitudes, and behav-
iors that would exhibit adaptive leadership in gaining
the trust of WLWH, therefore improving the patient-
provider encounter. The primary theme that emerged
from WLWH was that they trust providers who they feel
care about them and their health. An example was sitting
down and spending time with the patient. One partici-
pant stated: “for one thing, when she comes in the room,
that it’s not a rush job, or you just a number, and I am
trying to get in here and get out. I don’t care if she got
50 patients after you, she takes her time and sit and hear
everything that is going on. (014)”

The provider’s appropriate use of non-verbal commu-
nication indicated that the provider was trustworthy and
that WLWH felt valued, heard, and cared for by the pro-
vider. One participant stated, “what I'm thinking is when
there’s one on one, the eye contact. The body language of,
I am paying attention to you, I hear you. Not just treating
the patient like they are just a number but really focusing
and listening to them. (010)".

Women also discussed the importance of the provider
getting to know them personally.

My doctor started calling me randomly, and we
would just talk. Not just about the HIV, but about
anything -- like a friend. It was helpful to me. She
didn’t have to do that. (013)

Another described a personalized approach as,

You have to have a personal aspect to it. You can’t
treat people like a textbook. And that’s how you
know some professor you know they try to tell you
know textbook like this like that. When am personal,
I need that personal level. I need you to interact with
me on a personal level. Show me some other side you
know. Be professional but show me that personal. If
it's nothing more, when I bring my children, interact-
ing with my children. (007)

Communication The WLWH felt cared for when pro-
viders were nonjudgmental and listened to their con-
cerns. When asked what builds trust, one participant
responded:

“Talk to them. If they have dealt with other patients,
I'm sure they have heard different stories. This is noth-
ing new, not a new thing to them. They should be able to
relate to what that person is going through, let that per-
son speak freely without judgment, and they should just
listen. (001)” Another WLWH shared,
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when I [was] sent to go talk to one of the therapists
and one of the social workers that was at my doc-
tor’s office, she made me feel so comfortable. And she
made me feel like, she gave me her understanding of
what I was dealing with at that time. She was clear,
straight to the point, relatable. She didn’t look out-
side and judge me, she listened to me before she ever
you know came to her own opinion. And then after
listening to me and after being around me she was
real confident in who I was as a person, she didn’t
pre-judge me. (007)

WLWH appreciated the use of encouraging language,
particular in self-care: “encouraging to that particular
person to be involved in their own care” Another woman
shared that she felt comfortable communicating with her
provider about her care, “ If I have a complaint about
you, I'm a bring it up to you. This is what you'’re doing
that I don't like. Could we figure out a way to do it dif-
ferently? (014)”Such an approach creates space for shared
decision- making and patient empowerment, which is
essential to person-centered care.

Trust building takes time Participants often mentioned
the importance of maintaining continuity with the same
provider over time in order to build and maintain a trust-
ing relationship. One woman stated, “Well, you definitely
need a doctor that knows about you that you stick with,
that you stay with that at any time you can go to, he
knows your history. (004)” Another woman shared, “For
those that don’t trust that it honestly takes time. It really
does takes time, even with the forms and a trustworthy
atmosphere, when they feel deep inside there’s no trust
or they can't trust, it just takes time, and it takes patience.
(010)” Once developed, trust can be long lasting. One
woman stated,

We need to truly feel like you have our well-being in
mind. That’s the reason why I've had the same doc-
tor for nine years. Because the first time I went to
them, they developed a bond and trust with me that,
they did the extra mile. Just to call me and tell me
ok, how I am doing today? Let’s do this this way, am
calling to check on you. (007)

Patients trust providers who consistently take the time to
develop authentic relationships.

Supportive providers are trusted Women reported that
their provider’s supportive response to their emotional
distress regarding the HIV diagnosis was an important
part of building a trusting relationship. One participant
described her provider’s response,

She was like; it’s not a death sentence like it used to
be. So, she reminded me of that. It’s not a death sen-
tence. So, it’s not like gonna die, you probably gonna
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die of whatever, natural causes, somewhere down the
road. It won’t be this. So she reminded me of that,
and that was helpful. Even though I knew I wasn'’t
gonna die, even still just her saying that it was still
helpful. So it made me more focus on, well, how am I
going to live with this. (006)

Participants also discussed how providers display adap-
tive leadership by assuring that their patients have the
support they need to cope with and manage living with
HIV. When asked about how WLWH can get help, one
participant discussed the role of having support from a
counselor,

They need to know that somebody is there, and they
are not by themselves. The longer a person who is on
the shameful closet mood, the longer it is they will
stay there and the longer it will be go get them out.
So, 1 feel like in the beginning to have someone that
you can connect to. If they are not comfortable with
a peer, like I said, a counselor. I had a counselor, 1
had somebody that, if I didn’t want to talk to any-
body, I could talk to her. In the beginning, you don’t
want to talk to anybody but the person who shows
forth a little bit of caring. A little bit of support is a
small anchor towards pulling that person in. (010)

This participant also suggested providers should “con-
nect a newly-diagnosed person with different resources
that are connected to them. (010)” Another shared the
importance of having a support group to address feeling
overwhelmed by living with HIV,

If it’s nothing else but having support groups. Places
where you are meeting other people with the virus.
[name of support group] honey it does me a world of
good. I am looking at everybody, and I am like wow I
am seeing people that I see on a everyday basis that
I didn’t know that was HIV positive. I know we all
keep our confidentiality or whatever, but hey, and
then not only that but the people who do the volun-
teer services.... But, it’s like saying everybody is ok.
Get stuff like that going. We have parties, Christmas
parties, stuff like that they do stuff like that. And
when to be encouraging for them to show up. So once
you get around other people, your breathing is not so
heavy. I use that analogy a lot but just breathe, it's
ok. It's ok. Helps me to remind me that I am not by
myself. (018)

Providers’ familiarity with culturally relevant resources
facilitates adaptation. One participant stated that recom-
mended resources should be based on,

whether it be a younger woman or an older woman.
Some people are very specific about ethnicity. They
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don’t connect to, so I am a mother and a grand-
mother. I've taken care of and I wasn’t that person
who partied hard or did drugs. So maybe I don'’t fit
in that category. Maybe separate themselves but
maybe what the person can do is connect them to
different resources that would benefit them for what
they are looking for. (010)

Adaptive leadership of patients (WLWH)
I care about me Patients demonstrate adaptive leader-
ship in the healthcare environment by caring about their
own health and well-being. This behavior was inherent in
some of the women and learned in others. One woman
stated, “..it took me a long time to realize that, if I
couldn’t stand up for myself and fight for myself, I wasn’t
going to make it. (002)” But all of the women in the study
described the challenge of facing their diagnosis. One
woman shared, “So it’s a choice that I have to make, I
can get up today and show up for life. (018)” More spe-
cifically, participants described the skills that contributed
to self-care and care of their relationships to providers as
self-advocacy and self-empowerment.

Self-advocacy The importance of speaking up if some-
thing was bothering her was a consistent theme, such as,

yeah you can’t be closed-mouth, because a closed-
mouth don’t get you anywhere. If you tell them
exactly what is on your mind and how you feel, you
don’t have to use big words or sugar coat it, just tell
them how you feel, what's on your mind. If you don’t
like something, ‘I don’t like this, I don’t wanna do
this” Let’s find something else, another way to do it,
you just have to let them know. (012)

When asked about how a woman living with HIV could
advocate for herself, one participant responded, “Don’t
be afraid to ask questions, don’t be afraid to be bold
with your provider because that is what they are there
for. (016)” Another participant said, “You are allowed to
change doctors anytime you wish. So you know if you are
having problems with one change doctors. That’s what I
would tell her in her instance, if you feel like your doctor
not treating you fairly, ask for another one (014)”

Self-empowerment Self-empowerment and self-com-
passion also helped women live with HIV, and an innate
self-empowerment ensured safety in the patient-provider
relationship. When participants experienced provid-
ers whom they could not trust, they were empowered to
make another choice. One participant stated that after
she felt her provider was giving her a

cold shoulder.... They don’t tell what you need to
know. You do have a choice. When my next appoint-
ment came I said, ‘No I don’t want her. Give me
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another one. (001)
Another woman agreed, stating,

It basically comes down to whether I think you have
my best interest at heart. And the minute that I
think don’t have my best interests at heart, I am out
the door. And I have had that happen you me on a
couple of occasions when I can think of. (006)

With respect to the adaptive challenge of discrimi-
nation and/or racism from the provider, women felt
empowered to advocate for themselves. When asked
what skills a person needs to feel empowered when con-
fronted with discrimination, one woman shared,

Trying to address it directly with that particular
Pphysician, that can be a step that would be the most
important step, to let them know because maybe
they don’t even realize that they are treating the per-
son that way. And then the next from there if step
one doesn’t work with speaking with the physician,
maybe go to a higher level. At that point, especially
if it is like a very small town and it’s rural and it’s
really all they have, it's not much that they can do.
(010)

Providers and health care facilities have a responsibility
to inform patients of their rights, thereby improving their
confidence. The previous participant went on to state
that every patient should be

...informed at the very beginning of their rights and
responsibilities. Give them documentation, not eve-
rybody keeps paperwork but ok at least that was
presented to them so they know that. And I would
say periodically still inform them of that even if it
is every visit to remind them that you have rights so
that they have rights and responsibilities and stuff
like that. (010)

WLWH participants believed that an important step
to empowerment was to educate themselves and ask for
information about HIV. One woman shared, “They are
there to help me, and that’s what I look at them as. Give
me the right information so I can take care of myself
(009)”While the provider is a resource, WLWH also
expressed that educating themselves increased confi-
dence in their own health. One participant stated,

Just wanting to be a healthier person, you know
being educated, you know education is the key. You
know you can’t see something and say, you know you
have to be informed. Education you know. Be willing
to learn, and you know you got to do it for yourself,
ain’t nobody going to take care of you but you. It's
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your responsibility to take care of your health, and
until you get on board and decide that's what you
want to do, nobody can make you do. (004)

Discussion

Findings from this study highlight the needs and capaci-
ties of women living with HIV to achieve meaningful, col-
laborative relationships with their HIV providers. Both
the WLWH and the providers had technical skills and
capacities to build upon in developing person-centered
therapeutic relationships and warrant critical examina-
tion. The Adaptive Leadership Framework for Chronic
Illness [20] offered a framework for exploring factors that
improve clinical encounters from the patients’ perspec-
tive [21, 22].

This framework has been used in the context of other
chronic conditions, including diabetes, [25] male infertil-
ity [26] and Hepatitis C [21]. We extended those studies,
finding that partnership with the provider, trust, positive
communication, and provider support are key elements
of adaptive leadership during HIV care. Because WLWH
are faced with challenges including intimate partner vio-
lence, sexual and reproductive health issues and have
complex adaptive challenges, such as stigma, disclosure
difficulties, and mental health comorbidities, providers
have a responsibility to address these challenges in addi-
tion to the technical challenges of prescribing anti-retro-
viral medications and evaluating biomarkers of treatment
effectiveness. Black, Indigenous, and People of Color liv-
ing with HIV may have additional challenges related to
medical distrust, social determinants of health, and inter-
sectional stigmas including racism and sexism. This study
showed that the provider as an adaptive leader can imple-
ment strategies to improve trust, such as providing conti-
nuity in care, communicating with WLWH outside of the
clinical encounter, allotting time during visits to explore
how the WLWH is doing in general, and collaborating
with them in shared decision-making.

WLWH demonstrated a sense of self-empowerment
and were active participants in their care. The historical
and cultural social construct of the ‘Strong Black Woman’
includes self-efficacy and may cross-pollinate to health.
Consistent with Brody et al.,, [27] WLWH in our sam-
ple were able to advocate for themselves, but none pro-
vided perspectives for effecting social and structural level
changes to the healthcare system. Additional research is
needed in this area, as such perspectives may inform the
dismantling of racism in healthcare systems.

Consistent with Dale and Safren’s [28] research among
Black WLWH, we found that WLWH described nurtur-
ing provider-client relationships as those that consisted
of honesty, trust, non-judgmental views, positive regard
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for the women’s well-being, and genuine concern. Dale
and Safren [28] found that positive trusting relationships
with the provider translated to adaptive and technical
work such as appointment attendance, medication adher-
ence, and improved mental and physical health care. To
the degree that WLWH have additional adaptive chal-
lenges of limited family, financial, or emotional support,
providers can show adaptive leadership by connecting
WLWH to culturally relevant support groups, peer sup-
port, and other tangible resources (legal, transportation,
housing). These actions may further enhance WLWH’s
resilience [28]. It is also noteworthy that several partici-
pants valued providing social support for others in their
communities. The potential for creating and enhanc-
ing culturally relevant networks of support that focus
on individual advocacy for others and peer advocacy in
healthcare encounters is an area for future research.

Limitations

This study has some limitations. Although the team was
immersed in the analysis and coding to increase vali-
dation of findings, study participants did not provide
feedback on the study’s results and did not review the
study transcripts. Future studies should include WLWH
throughout the research process from conceptualization
to dissemination to ensure participants validation of find-
ings as well as input for next steps. Furthermore, partici-
pants in this study were from the Southeastern United
States, therefore generalizability to women in other geo-
graphic regions of the US and countries should be done
with caution as their experiences may differ. Finally, the
length of time the participants had been living with HIV
was not collected. Future research should consider this
variable and its impact on experiences in the clinical
encounter over time.

Conclusions

Raising awareness about the perspectives of WLWH on
the roles providers play in the broader health care system,
specifically in HIV prevention and care, is essential. An
awareness of women’s perspectives is a first step toward
modification of provider behaviors and institutional
practices that can then lead to better health outcomes for
women living with HIV. Awareness of and implementa-
tion of adaptive leadership skills is an important approach
in assuring positive clinical encounters for WLWH and
can lead to better health outcomes by improving reten-
tion, treatment and satisfaction with care.
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