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Abstract

Objectives: Explore the lived experience of individuals managing and/or caregiving for someone
with a chronic disease and their perceptions of developing a mindfulness program for stress reduc-
tion.

Methods: Sixteen participants with chronic disease and/or caregivers participated. Participants
completed eligibility screening, demographic questionnaires, and semi-structured interviews
(30—60 min each) online or by phone. Interviews (n=16) were audio recorded, transcribed,
and analyzed using thematic analysis and NVivo® 12. Survey data were analyzed using SPSS® 28.
Results: Four themes emerged: (a) Chronic disease management and stress—perspectives on
life’s stressors; (b) Stress reduction techniques/perceptions of mindfulness—knowledge and

'Institute of Social and Economic Research, University of
Alaska Anchorage, Anchorage, AK, USA

2Department of Nutrition and Health Care Management,
Beaver College of Health Sciences, Appalachian State
University, Boone, NC, USA

3Department of Family and Community Health, School of
Nursing, University of Maryland, Baltimore, MD, USA
“Department of Educational Psychology, University of
Wisconsin, Madison, WI, USA

SCenter for Healthy Minds, University of Wisconsin,
Madison, WI, USA

Department of Pediatrics, Division of General Pediatrics,
School of Medicine, University of Maryland, Baltimore,
MD, USA

"Maryland Institute for Applied Environmental Health,
School of Public Health, University of Maryland, College
Park, MD, USA

8Katrina Kimble Consulting, Memphis, TN, USA

*Department of Athletics, University of Wisconsin,
Madison, WI, USA

Corresponding author:

Robin Puett, Maryland Institute for Applied Environment
Health, School of Public Health, University of Maryland,
College Park, MD, USA.

Email: rpuett@umd.edu


https://orcid.org/0000-0002-3418-4341
mailto:rpuett@umd.edu
https://us.sagepub.com/en-us/journals-permissions
https://journals.sagepub.com/home/chi
http://crossmark.crossref.org/dialog/?doi=10.1177%2F17423953231170401&domain=pdf&date_stamp=2023-04-19

160 Chronic lllness 20(1)

implementation of stress reduction practices and familiarity with mindfulness; (c) Mindfulness pro-
gram acceptability, barriers, and facilitators—interest, barriers, and facilitators to attending; (d)
Mindfulness program structure—logistics to increase access and appeal to diverse audiences.

Discussion: Mindfulness has the potential for addressing the complexities of stress associated
with disease management. Targeting mindfulness programs for populations with chronic disease
management and caregiving responsibilities should include: Consideration of group formats with
participation limited to this population, structuring programs to overcome barriers (i.e., culturally
appropriate location), and equipping members of the community being served as instructors to

ensure culturally relevant instruction.
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Introduction

Approximately 129 million adults in the United
States have at least one chronic disease,' and 4
in 10 adults have multiple chronic diseases
(multi-morbidity)." Each year, globally, chronic
diseases account for 74% of all deaths.” Chronic
diseases result in high economic and social
costs.” Approximately one-fourth of US adults
serve as caregivers to individuals with long-term
illness or disability,” which aligns with data from
other countries such as Canada and Israel and
exceeds countries such as Australia and Japan.*
Many of these caregivers are also managing their
own chronic diseases, with over 40% having
two or more chronic diseases and 33% reporting
activity limitations due to physical, mental, or
emotional challenges.’ Overall, individuals man-
aging chronic disease report a number of mental,
physical, and social challenges, which include:
psychological stress; anxiety; the impact of
disease severity; treatment side effects; limited
financial resources and other barriers to accessing
care; barriers to effective clinician communica-
tion including dissonance between cultural
beliefs and disease management practices; life
transitions; balancing family and work demands.””’
When individuals managing chronic disease are
simultaneously caregiving, burdens on physical
and mental health as well as financial, social,
and personal resilience resources are multiplied.®

Traditional self-management programs, devel-
oped to reduce medical costs and improve
health, have shown promising outcomes for
individuals with chronic disease.” These pro-
grams emphasize problem-solving, building a
partnership with one’s health care provider,
decision-making, and increasing self-efficacy
for a variety of health behaviors (e.g., exercise,
communication with physicians).”'® These
programs often involve skills mastery, modeling,
and social persuasion, but fail to address the com-
plexity of multi-morbidity, the dual roles of
self-management and caregiving, and the
related psychological stress and anxiety.”*!!
Given psychological stress and anxiety can trigger
physiological reactions such as inflammation
and dysregulation of the immune system, which
can worsen health and disease management,'?
there is a need for programs addressing both
the mental and physical health stressors experi-
enced by individuals managing chronic diseases.

Research suggests incorporating mindful-
ness practices from Eastern contemplative traditions
with Western cognitive-behavioral approaches'?
has the potential to address physical and mental
health through improving stress resilience,
reducing anxiety, coping with pain, and altering
pathophysiologic processes involved in chronic
disease.'*'*> Mindfulness can be defined as non-
judgmental attention to the present moment.'® It
includes attention to sensations, thoughts, bodily
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states, consciousness, and the environment, while
encouraging openness, curiosity, and accept-
ance.'® Programs incorporating mindfulness
practices have been associated with reductions
in systolic blood pressure and inflammation,
improvements in heart rate variability and
immune function, and pain reduction.'*"> The
use of these practices has recently increased and
their application to chronic disease is not novel.
For example, mindfulness-based stress reduction
(MBSR) was developed 42 years ago and has
been shown to reduce chronic disease-related
stress.'”'® MBSR has been found to consistently
reduce depression, anxiety, perceptions of pain,
symptomology while enhancing coping and
quality of life across a range of chronic diseases
including cancer and fibromyalgia.'*** Though
the potential role mindfulness programs can
play in chronic disease management has gained
recognition, these interventions often target spe-
cific diseases and either patients or caregivers
rather than addressing the broader needs of indi-
viduals managing multiple chronic diseases and
roles (i.e., caregiver and patient).?'*

In the US, disproportionately higher rates of
many chronic diseases and a higher prevalence
of multi-morbidity have been reported within
populations marginalized due to factors such
as race/ethnicity,” gender and sexual orienta-
tion,24 education, and socioeconomic status.>>2°
These populations are also underrepresented
in research on mindfulness interventions.”’**
Survey data show US mindfulness practitioners
are on average White, female, college-educated,
and older.” Barriers to participation in mindful-
ness interventions by individuals most impacted
by chronic disease may include a lack of cultur-
ally relevant adaptation.*® Thus expanding the
reach of mindfulness programs and creating
programs that both appeal and are applicable
to individuals most in need requires community-
engaged formative research.>!

This formative study used in-depth interviews
with individuals managing chronic disease as
well as caregiving. The study aimed to gain
insight into mindfulness program development
that reflects real-world conditions for populations

who disproportionately experience health inequi-
ties and multi-morbidity.”>** Given the study
aim, we recruited and solicited input from a
diverse population previously under-represented
in mindfulness research to explore participant
lived experiences with self-management and
caregiving for chronic disease, related stressors,
and stress reduction techniques, perspectives
on mindfulness, and how to incorporate these
factors into a culturally relevant mindfulness
program.

Materials and methods

Participants and recruitment

Data were collected from 16 participants using
semi-structured interviews from March 2020
until June 2020. Eligible participants were 18
years of age or older with a chronic disease
diagnosis over 12 months for themselves and/
or a family member. A study flyer was created
and used to recruit participants. The recruitment
flyer described the study as focused on
“find[ing] out more about chronic disease
stressors and how to help families deal with
them.” Participants who wanted to discuss
challenges they and their family face when
dealing with a chronic condition were
invited to participate. The flyer was shared
by the study team with physicians as well
as community and faith-based leaders who
shared it with their networks (e.g., other phy-
sicians and leaders, congregation members,
listservs, newsletter distribution lists) via
email. Participants also shared about the
study with their networks by word of mouth
or sharing the study flyer. Interviews were
originally planned to be in-person in Baltimore,
MD; Madison, WI; and Memphis, TN, but
were conducted virtually due to the coronavirus
disease 2019 pandemic. With this transition, par-
ticipation was no longer restricted by geographys;
however, participants primarily came through
connections of study team members (BEH,
KK) in Memphis, TN. These study team
members have a long history of partnerships



162

Chronic lllness 20(1)

with African-American communities in the
area.>?> They were able to leverage their
connections within healthcare systems and
faith-based organizations to recruit partici-
pants for this study.

Prior to recruitment, all research activities
were approved by the Institutional Review
Board at the University of Maryland (UMD),
College Park (Ref: 1293258) and through reli-
ance agreements with UMD Baltimore;
University of Memphis; and the University of
Wisconsin. All participants provided informed
consent.

Data collection

The study flyer provided contact information
for two study team members (RCP, BEH).
Potential participants who reached out were
given additional information about the study
as needed then provided directions on how to
complete an eligibility screener online or over
the phone. Potential participants provided
gender, age, education, average household
income, chronic disease status for participant
and family, length of time from diagnoses,
and experience with meditation, mindfulness,
and yoga. This information was reviewed by
the study team and eligibility determined. No
ineligible individuals were identified however
two chose not to participate, and individuals
who were eligible were emailed a consent
form, which they signed and returned via
email. Providing and returning consent forms
by mail was also an option, but email was the
primary choice of most participants. Once a
signed consent form was received, a time and
day were set to conduct the interview.
Participants were provided directions on how
to connect to the interview platform via com-
puter or phone.

All interviews were conducted using the
Cisco Webex platform (Version 41, Milpitas,
CA) with audio only. Interviews were recorded
and computer-generated transcripts produced,
which were manually verified against audio
recordings and notes by research team

members. Interviews lasting 30-60 min were
conducted by an interviewer, with a notetaker
present to ensure accurate notes were taken
should interviews fail to record.*® Five research
team members (BH, NW, SS, KR, RP) alter-
nated as interviewers and notetakers.

An interview guide maintained continuity
across interviews (Table 1) and elicited partici-
pant lived experiences with self-management
and caregiving for chronic disease, related
stressors, and stress reduction techniques, per-
spectives on mindfulness, and how to incorpor-
ate these factors into a culturally-relevant
mindfulness program. Open-ended questions
and probes were used to guide participants
through describing life stressors as well as
their knowledge of stress reduction techniques
and mindfulness. This was purposefully done
to avoid prescribing standard research defini-
tions of mindfulness to a community in which
it may not resonate, which aligns with forma-
tive research and recognizing potential cultural
biases that exist in defining life stressors and
stress reduction.>®” A brief mindfulness activ-
ity, “Tracing Fingers,”*® occurred after partici-
pants were asked to share their understanding
of mindfulness to demonstrate one definition
of mindfulness and to provide a standard
example before soliciting perspectives on
how to incorporate mindfulness into a mindful-
ness program (i.e., methods of delivery, venue,
session length). Upon completion, a $40
grocery store gift card was mailed to each par-
ticipant as a “thank you” for their time.

Data analysis

Descriptive statistics (Table 2) were calculated
for demographic variables, personal and family
member health status and experience with a
meditation using IBM SPSS® Statistics Software
(Version 28.0). Interviews were analyzed using
NVivo® 12 (Q. S. R. International Pty Ltd). A the-
matic analysis approach was used to identify emer-
ging themes across all semistructured interviews.>
The thematic analysis process included: Becoming
familiar with the data, initial coding, creating
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Table I. Questions and probes from mindfulness-based stress reduction interview guides.

Participant’s Health/Loved One’s Health and How They Manage It

I. Are there any ways the chronic health conditions you and your family face limit or prevent you from
participating in activities you enjoy? Probes: What would be helpful for removing these limitations?

2. Have you noticed anything that may trigger flare ups? Probe: Certain situations or places? Anything in the
environment? What would be helpful for lowering or avoiding these triggers?

3. Does anything stress you out or worry you in particular about your/your family member chronic health
condition(s)? Probes: What do you think would be most helpful for addressing these stressors?

4. Do you think you or your family member would be interested in participating in a training course to reduce
your stress and help you/them deal with chronic health conditions? Probes: Why or why not? Any previous
experience with stress-reduction/medical professionals recommending stress-reduction? Any discussion with family/
friends about stress reduction or stress reduction techniques?

Interest in Mindfulness Program

I. Do you think family members might attend together to support one another? For example, do you think
parents or grandparents who have a child or grandchild with a chronic health condition like asthma would
attend a training like this together? Probes: Why or why not?

2. What are possible things that would keep you from or make it difficult to participate in a training course to
reduce stress and help you deal with chronic disease? Probes: Would transportation be an issue? Would you feel
more or less comfortable taking the course at a medical clinic?

Definition of Mindfulness
I. What comes up for you when you hear the word ‘mindfulness’? Tracing Fingers Exercise
There are many definitions of mindfulness but we have a short exercise that demonstrates one way of
thinking about mindfulness training (lasting about 2 min). The exercise is called Tracing Fingers.
To start, place one hand in front of you, palm facing towards you or away.
Take a deep breath in and a deep breath out.
Then place one finger from your other hand at the outside and bottom of your thumb.
Breathing in you move your finger up your thumb.
Breathing out you move your finger down your thumb.
Breathing in and up
Breathing out and down.
Breathing in and Breathing out. Tracing each finger to the rhythm of your own breath.

Tracing Fingers Reflection
I. When you get to the bottom of your pinkie finger, notice how you feel? What thoughts are you having?
Take another deep breath in and a deep breath out Probes: What did you think?

Mindfulness Program Components

I. If I told you as that we might be offering a mindfulness training course to help reduce stress and deal with
chronic disease, what are your thoughts about that?

2. What type of information or resources would make it more likely for you to think a mindfulness program
to help with managing chronic conditions would be worth you and your families’ time?

3. What would be the best way for you and/or your family members to learn about and experience
mindfulness? Probes: Why? What settings might be best (health care facility, in home via the internet/phone
app, community center, school)? How long should the program last (number of weeks)? How long should a weekly
session last? Ways you learn the best?

(continued)
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Table 1. Continued

4. What are some things that would encourage you or prevent you from participating in a mindfulness training
program? Probes: What would help you (or prevent you from) continuing to practice what you learn after the class?
If you did welllenjoyed the class, would you be interested in being a “trainer” in a train-the- trainer type of format?
5. Those are all the questions | have for you. Is there anything | did not ask about that you would like to

discuss? Do you have any questions for me?

themes, and reviewing and defining themes.™
Saturation of primary themes was reached after
the completion of 16 semi-structured interviews
(ie., no new information was being gleaned
from the interviews.).40

Trustworthiness of findings was established
by ensuring credibility, confirmability, depend-
ability and transferability in data collection and
analysis.*' Analytic and interdisciplinary triangu-
lation (e.g., psychology, behavioral science, epi-
demiology) aided credibility through: (a) two
trained coders developing a codebook with
input from a third researcher who aided in data
collection, (b) reaching mutual consensus on
identified themes (i.e., inter-coder agreement),
and (c) incorporating perspectives and data inter-
pretation from multiple scientific disciplines.***?
Confirmability and dependability were aided by a
detailed audit trail of data collection and analytic
procedures.”> Descriptive data (e.g., personal
chronic diseases) were collected to enhance
the transferability of our findings to similar
populations.*!

Results

Among 16 interviews, participants had a mean
age of 49.2 years (SD =13.2, range =26-72)
and were mostly female (n=14; 88%).
Compared with 38% of the US population,**
44% (n=1T) had a college degree or more edu-
cation, and had a household income less than
$70,000 (n=9; 56%) comparable with the
median US household income of $67,521 in
2020.% All participants reported at least one
chronic disease with 31% reporting two or
more (n=15), and 88% reported one immediate
family member with at least one chronic disease

(n=14) and 50% with multiple diseases among
family members (n=38). The most commonly
reported personal chronic diseases were: high
blood pressure (n=7; 44%), asthma (n=4;
25%), and diabetes (n=23; 19%), with diabetes
(n="T; 44%), heart disease (n=4; 25%), high
blood pressure (n=4; 25%), and asthma (n=4;
25%) reported for family members. Most partici-
pants reported experience with mindfulness-
related practices: meditation (n=9; 56%), medi-
tative prayer (n=38; 50%), and yoga (n=S;
50%). Race/ethnicity was not queried; however,
most participants gave information that allowed
for racial/ethnic identity to be determined, with
most identifying as African American.

Qualitative themes

Identified themes that reached saturation were:
chronic disease management and stress; stress
reduction techniques and perceptions of mind-
fulness; mindfulness program acceptability, bar-
riers, and facilitators; and mindfulness program
structure.

Chronic disease management and stress

This theme provides insight into the ways
stress and stress management manifested in
participants’ lives as individuals managing
disease and caregiving for someone managing
disease. Within this theme, all participants
(n=16) spoke about various ways they manage
their personal or family member’s chronic
disease using physical activity, diet, pain relie-
vers, therapy, or other practices. Participants
also described how their personal or immediate
family member’s chronic disease impacted efforts
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Table 2. Demographics of participants (n= 16).

Variable n (%)
Age (y), mean (SD) 49.2 (13.2)
Age (y, range) 26-72
Gender
Male 2 (12.5)
Female 14 (87.5)
Education,
Less than high school diploma/GED 1 (6.3)
High school graduate 2 (12.5)
Some college 6 (37.5)
College graduate | (6.3)
Professional or graduate degree 6 (37.5)
Household income n (%)
Below $30,000 4 (25)
Between $30,000 and $70,000 5(31.3)
More than $70,000 5(31.3)
Prefer not to answer 2 (12.5)
Previous experience with

mindfulness-based practices
Meditation 9 (56.3)
Meditative prayer 8 (50)
Yoga 8 (50)
Chronic disease
Yes 16 (100)
Common personal chronic diseases
Asthma 4 (25)
High blood pressure 7 (43.8)
Diabetes 3(18.8)
Multiple chronic diseases
Yes 5(31.3)
Family member chronic disease
Yes 14 (87.5)
Common family member chronic

disease
Diabetes 7 (43.8)
Heart disease 4 (25)
High blood pressure 4 (25)
Asthma 4 (25)
Family member multiple chronic

disease
Yes 8 (50)

Missing: Age (n=1).

to manage their condition and life activities (n=
9). Some activities that were limited included
sleeping, exercising, outdoor activities, and
travel.

In addition to limiting life activities, partici-
pants acknowledged disease management techni-
ques can also induce stress. Participants reported
monitoring symptomology (rn=5) and accessing
appropriate resources (n=2) enhanced disease
management but created additional psycho-
logical stress. Additional stressors described
included attempts to avoid triggers (e.g., pollen
for asthma attacks) (n = 6), hearing about commu-
nity members dying from the same disease (n =2),
and having a chronic disease people cannot see (1
=3). Participants who also were caregivers
described being unable to control the situation
(e.g., disease, symptoms) for their loved one (n =
4) and the challenge of finding time for adequate
self-care as additional stressors (1 =6).

Stress reduction techniques and
perceptions of mindfulness

Some participants (n = 10) described receiving
recommendations to engage in stress reduction
from a variety of sources (e.g., physicians, family
members). Some of these techniques included
journaling, counting backwards or other breath-
ing techniques, taking days off, and practicing
yoga.

Participants also described volunteerism
(n=4), social support (i.e., support groups,
friends) (n=7), hobbies (n=3), and outdoor
activity (n=3) as sources of stress reduction.
Interestingly, caregiving was described as a stres-
sor (e.g., lack of time for self-care and inability to
control the disease for their family member as
described above) and a stress reducer (n = 3).

It helps to, like, have something else to be
focused on or, you know, just something
somebody else to care about. (Participant 4)

Four participants described the stress reduc-
tion that came from finding they were not alone
in the situation via support groups or social
networks; however, the social support was
not without challenges. Participants qualified
that “you have to be open to it”, and social
support should be provided nonjudgmentally
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(n=2), and in a culturally appropriate way. For
example, participants (n=5) noted an expect-
ation that stress and disease management
should remain private (we don’t like to open
up about our conditions) with outward appear-
ances betraying no sign of stress or disease (we
don’t want to let people know that we’re not in
control of situations), which could limit actively
seeking support as well as overtures of support.

When moving from the broader context of
stress reduction to defining mindfulness, nearly
all participants (n = 15) stated they were familiar
with the term. Their definitions were sometimes
couched in terms of what is required for the
practice of mindfulness (e.g., “it’s a lifestyle,”
“responsibilities,” “your whole soul and body”)
or benefits of mindfulness practice (e.g., “‘getting
the mind to settle down or rest,” “awareness,”
“understanding your situation,” “being fully
present,” “being thoughtful”).

The “Tracing Fingers” activity™ (Table 1)
was an important tool in providing all participants
with an example of a mindfulness practice.
Participants (n = 15) used positive descriptors
(e.g., “feels good,” “feel less heavy,” “cool”)
and/or noted common mindfulness benefits
such as awareness, decrease in heart rate,
increased focus, enhanced breathing, pain
relief, and a clear mind. Several (n =8) parti-
cipants described it as “relaxing” as well as
noted its potential for reducing stress and/or
interest in future use.

My mind was focused on my hand and
nothing else, so at that particular moment ...
It was like everything else was of no
concern just what you told me to do. So, my
knee right now it’s hurting, but what you
told me do just then, I didn’t feel the pain in
my knee because I was listening to you and
what you told me to do. (Participant 10)

Mindfulness program acceptability,
barriers, and facilitators

When introduced to the concept of a mindfulness
program to help with reducing the stress of

chronic disease management, all participants (n
=16) expressed interest. However, a variety of
barriers that might impact attendance were
raised including: “just not wanting to do it,”
“schedule,” and “time.” However, the most fre-
quently mentioned factors that could impact
attendance were transportation issues (n = 8) and
class location (n = 8). Some participants described
public transportation (e.g., buses running on time)
and not owning a personal vehicle as potential bar-
riers to attending a mindfulness program.
Additionally, when asked about appropriate set-
tings for implementing a mindfulness program,
some participants (n =3) spoke of settings such
as hospitals and faith-based organizations (i.e.,
churches) not being comfortable settings for all
individuals.

. some folks won’t go, because it’s at a
church and I think it’s the same thing with
the hospitals. You know, we have people
that literally fear a hospital or going to the
doctors. So I would eliminate that by
maybe putting it in
(Participant 11)

the community.

Participants (n =6) advocated for the inclu-
sion of techniques for long-term habit develop-
ment and mindfulness retention techniques.
Participants also noted engagement in a mind-
fulness program would depend on the benefits,
including: intangibles (n=4) (i.e., seeing
“improvement” and ‘“helping me deal with
my stress”) and tangible items (n =8) (i.e.,“in-
centives” or “swag").

I think after three weeks, I don’t see no
improvement where I have to, you know,
cause I don’t want to take pain pills for the
rest of my life ... If it would lower my pain
pill usage, that would be enough for me.
(Participant 10)

... you’ll get a gift card that helps people to
say, okay, I got five more classes to go. I can
do this .... (Participant 6)
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Mindfulness program structure

Participants commented on how best to struc-
ture a mindfulness program to appeal to a
diverse audience. Class format suggestions
included a hands-on approach (n=2), virtual
or at-home (n=6), or a combination of
formats (n=4). Except for one participant,
nearly all participants (n = 15) were interested
in attending a mindfulness program with a
friend or family member. Several participants
highlighted that a group-based program
“works better together” and would provide
“camaraderie” or “support.”

I would definitely extend it to my family. I
think all families, you know, people who go
through it should have family support.
(Participant 5)

Participants (n = 13) brought up class timing
to balance the participant burden with gaining
information. While no consensus was reached
on when and how long the mindfulness
program should be, the most frequent recom-
mendations were 30-min to one-hour (n=06)
or one and a half-hours to two-hour sessions
(n=3) offered weekly or bi-weekly (n=5)
for three (n =2) or four to eight weeks (n=4).

even if the information is beneficial, anything
over thirty minutes, you sort of start to lose
people nowadays...— (Participant 9)

When asked who should teach the mindful-
ness program, a few participants (n=2) said
they wanted an “expert” or “someone who has
been trained,” with a participant noting they pre-
ferred either “someone who has been profes-
sionally trained” or “someone who has walked
in my footsteps.” Most participants (n=10)
were interested in a train-the-trainer model, in
which lay persons with chronic diseases were
trained to teach the mindfulness program.
Thus, increasing the relevance of mindfulness
programs may require it to be community-led.

... You can reach so many more people. If you
have people this, you know, the boots on the
ground, and they’re in their community, and
they’re at their church and they’re able to
kinda share that information. (Participant 11)

Discussion

The goal of this study was to explore partici-
pants lived experiences with self-management
and caregiving for chronic disease, related
stressors, and stress reduction techniques,
perspectives on mindfulness, and how to
incorporate these factors into a culturally rele-
vant mindfulness program. Participants presented
a complex lived experience that often involved
managing multiple chronic diseases for them-
selves and their family members. Though stress
reduction techniques and mindfulness were
familiar to most, experience with traditional
mindfulness programs (e.g., MBSR) was
limited. Participants expressed interest in attend-
ing a mindfulness program, and provided
unique insights on perceived benefits, barriers,
and important structural components necessary
to develop an acceptable program.

Previous research has highlighted associa-
tions between psychological stress and
chronic disease.'? Consequently, mindfulness
programs may be particularly beneficial as
they have shown promise addressing physio-
logical aspects (e.g., blood pressure, pain man-
agement) of certain chronic diseases,'*!> and
have been associated with stress reduction ben-
efits for caregivers of individuals with chronic
disease.?’*® However, much of the research
exploring these benefits has focused either on
managing a chronic disease'* or on caregiv-
ing.>!*® Qur participants described a complex
web of balancing comorbidities along with
chronic disease management strategies (i.e.,
monitoring symptoms, being active) for them-
selves and family members, which contributed
to high levels of stress.

Most participants were familiar with aspects
of mindfulness and found the Tracing Fingers
exercise to be a positive experience. However,
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almost none had previous experience with trad-
itional mindfulness programs (e.g., MBSR).
This may reflect our participant population,
diverse in socioeconomic position, mostly resid-
ing in the Southern US. Prior research suggests
that mindfulness programs are more commonly
attended by non-Hispanic White, affluent, indi-
viduals in the Western US* with culturally rele-
vant adaptations needed to encourage use
among more diverse populations.®® All partici-
pants in this study were interested in attending
a mindfulness program and provided sugges-
tions for creating programs that are more accept-
able and accessible to individuals managing
chronic disease and caregiving. This community
and other communities should continue to be
engaged throughout the development and imple-
mentation of mindfulness programs to increase
the inclusion of holistic and culturally relevant
management strategies.22’30

Program development suggestions from
participants in this study provide insight into
ways to promote and structure mindfulness pro-
grams for optimal engagement.”” Participants
noted the need to overcome barriers (i.e., loca-
tion, transportation) when attending a mind-
fulness program. A few participants spoke of
implementing the program in a community
setting as opposed to a church due to concerns
over it being a deterrent. Faith-based settings
are often suggested as a preferred location for
health-related programs for Latino, African
American, and rural populations, especially in
the Southeastern US.4"#° However, other
studies have reported hesitation by community
members to attend faith-based programs due to
concemns churches are opposed to non-congregation
members attending or try to ‘“convert”
members.>* In addition, studies have noted
the need to address religious concerns (e.g.,
beliefs) related to mindfulness programs when
using faith settings.**° To help overcome
barriers related to transportation and logistics
of attending a program no matter the location,
previous researchers have recommended provid-
ing support in the form of travel reimbursement,
child-care, and a meal.>!

Participants felt a group format would work
well, which is consistent with previous mind-
fulness program designs.'® Group formatting
is a way to provide social support, which is a
common construct within multiple behavior
change theories.>® This suggestion also aligns
with the participant discussion of social support
as a stress reducer. A group format, open only
to participants managing chronic disease, would
provide a space where participants may feel
more comfortable being open about their situa-
tions. Individuals with chronic disease and
caregivers could attend together, facilitating
the sharing of knowledge, accountability, and
reducing the burden of finding respite care to
attend. However, these considerations should
be balanced with recognition of needs particular
to caregivers that were voiced by participants,
including challenges of self-care and being
unable to control situations for their loved one.
Offering a variety of group sessions is an
option for meeting the needs of individuals
with complex disease management roles.

No consensus was reached on session fre-
quency or length suggesting the need for flexible
options. In general, participants recommended
shorter sessions with less frequency (30-min to
1-h weekly or bi-weekly sessions for 4- to
8-weeks) than traditional mindfulness programs,
which consist of 1.5-2.5-h weekly sessions for
8-weeks with a six-hour daylong retreat.'®>
In other studies, participants have expressed
concern with the length of mindfulness pro-
grams as they may make it difficult to set aside
time, conflict with busy schedules (e.g., child-
care, work demands), and contribute to physical
pain and impede concentration due to sitting for
an extended period.””>' Traditional mindfulness
programs are taught by a trained professional,'®
but study participants expressed the importance
of incorporating a train-the-trainer model. This
model also aligns with the need for trainers
who provide culturally relevant instruction®®
and participant views of volunteerism, social
support, and caregiving/focusing on others as
stress reducer. Few mindfulness interventions
have incorporated this model,>* limiting our
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understanding of its effectiveness. In other
health promotion programming, training lay
persons has proven beneficial through increased
access to evidenced-based public health prac-
tices, program cost reduction, and targeted pro-
grams to meet community needs.” Similarly,
participants in previous mindfulness programs
have recommended incorporating individuals
from the community to increase buy-in and
targeting programs to the needs of the commu-
nity through awareness of religious concerns,
representation in teaching, terminology, and
values.?**°

Study findings suggest future research is
needed to better understand the influence mind-
fulness programs have on individuals with mul-
tiple stressors and complex living situations.
Researchers wanting to engage individuals
with chronic disease, caregivers, and diverse
populations in mindfulness programs need to
maintain community engagement throughout
the development and implementation process
to tailor programs to their specific needs while
gaining knowledge on barriers specific to each
population (e.g., transportation issues, location
acceptability). Additionally, more research is
needed to expand our understanding of the
effectiveness of shorter, more flexible mindful-
ness programs,”>>° group-based programs, and
the use of train-the-trainer or similar models
when implementing mindfulness programs.

Limitations

Despite valuable findings, our research was not
without limitations. Though we attempted to
include as diverse a study population as possible,
the pandemic influence on recruitment and study
design highlighted the importance of leveraging
existing community relationships to engage
diverse participants. Saturation was attained for
themes related to our study aim, but fewer parti-
cipants of lower socioeconomic status and a
small number of men participated (n=2),
which limits the transferability of our findings.
In addition, convenience sampling may have
introduced self-selection bias and self-reported

patient characteristics may have led participants
to report more desirable information (e.g., fewer
chronic diseases). Finally, we did not collect
information on participant race/ethnicity or
rural/urban residential status; however, partici-
pants spoke of their race/ethnicity and commu-
nity environment with interviewers. Participant
perspectives and insights in this study were
mostly representative of an African-American
community, which may limit the transferability
of our findings to other cultural groups.

Conclusions

Most study participants reported a personal
chronic disease or a family member living
with a chronic disease. Additionally, partici-
pants were familiar with mindfulness but did
not have experience with traditional mindful-
ness programs, which aligns with the lack of
diversity in current mindfulness research and
practice. Unique findings regarding targeting
programs included respecting time limitations
(i.e., shorter sessions), having group-based pro-
grams, and incorporating a train-the-trainer
model. Future mindfulness research and pro-
gramming should consider: group formats
limited to individuals managing chronic disease
to address needs for social support from others
in similar situations; with shorter and more flex-
ible sessions than traditional programs, in settings
that align with the community’s views (i.e., loca-
tion acceptability) and logistical needs (i.e., trans-
portation); using a train the trainer model with
community members to enhance culturally rele-
vant instruction and for individuals managing
chronic disease who reduce stress through volun-
teerism; and most importantly engaging indivi-
duals from the community who deal with
the stressful and complex situation of man-
aging chronic illness for themselves and
others simultaneously.
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