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Abstract

Context—There is a scarcity of early palliative care interventions to support family caregivers of
persons with advanced cancer living in the rural Southern U.S..

Objective—Adapt the content, format, and delivery of a six session, palliative care, telehealth
intervention with monthly follow-up for rural family caregivers to enhance their own self-care and
caregiving skills.

Methods—~Qualitative formative evaluation consisting of one-on-one, semi-structured interviews
with rural-dwelling persons with metastatic cancer (n=18), their primary family caregiver (n=20),
and lay patient navigators (n=26) were conducted to elicit feedback on a family caregiver
intervention outline based on published evidence-based interventions. Transcribed interviews were
analyzed using a thematic analysis approach. Co-investigators reviewed and refined preliminary
themes.

Results—Participants recommended that intervention topical content be flexible and have an
adaptable format based on continuous needs assessment. Sessions should be 20 minutes long at
minimum and additional sessions should be offered if requested. Faith and spirituality is essential
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to address but should not be an overarching intervention theme. Content needs to be
communicated in simple language. Intervention delivery via telephone is acceptable but face-to-
face contact is desired to establish relationships. Other internet-based technologies (e.g., video-
conferencing) could be helpful but many rural-dwellers may not be technology savvy or have
internet access. Most lay navigators believed they could lead the intervention with additional
training, protocols for professional referral, and supervision by specialty-trained palliative care

clinicians.

Conclusions—A potentially scalable palliative care intervention is being adapted for family
caregivers of rural-dwelling persons with advanced cancer and will undergo piloting in a small-
scale randomized controlled trial.
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Introduction

The taxing role of family caregiving for persons with advanced cancer and other life-limiting
ilinesses has been recognized as a public health crisis!2 and is a priority focus in palliative
care.3# Of the 13 million persons in the United States (US)® who have advanced cancer,
caregivers provide an average of 8 hours of daily assistance® that can result in burden, strain
and poor physical and psychological health, particularly as their care recipients near end of
life.”~2 A particularly vulnerable population of family caregivers are those living in the rural
Southeastern U.S. who lack access to palliative care. In Alabama, which received a D grade
in a 2015 State-by-State Report Card on palliative care access,!0 55 of 67 counties are rural.
11 This is a significant public health problem in Alabama and other Southeastern states
because these rural populations have large proportions of underserved groups,1213 use
palliative care and hospice at lower rates,14-16 and demonstrate marked disparities in
advance care planning and end of life care.17-1° Similar palliative care disparities for rural-
dwellers have also been reported outside the U.S., such as Canada, Australia, Africa, and
Europe.20-23 Caregivers play a vital role in palliative care access and delivery24-27 and
hence there is a critical need to support them. However, there are few palliative care
interventions or care models specifically developed to be culturally sensitive to these family
caregivers.

To address this gap, the purpose of this study was to elicit feedback on and identify
modifications to an outline of an early palliative care intervention for rural-dwelling family
caregivers of patients with advanced cancer living in the rural South based on published
evidence-based interventions.28-30 The primary research question was: What are preferences
of rural-dwelling Southern advanced cancer family caregivers regarding the topical content,
format, and delivery of an intervention to help support their care of a person with advanced
cancer and their own health and well-being? An additional objective was to ascertain what
role lay healthcare navigators might assume in the delivery of this intervention. Non-
medically trained lay healthcare navigators, a role that has proliferated since its inclusion in
the U.S. Affordable Care Act,3! provide one-on-one guidance to patients and families as
they move through the healthcare system and whose services can include assisting with
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insurance and financial issues, explaining treatments, providing emotional support,
providing transportation, coordinating care, and communicating with the healthcare team.
32,33 This study represents the first phase of developing a scalable, evidence-based
intervention that addresses the needs of advanced cancer family caregivers. Once
modifications have been incorporated, the intervention will be protocolized and evaluated
for feasibility, acceptability, and potential efficacy at improving patient and caregiver
outcomes in a pilot, small-scale randomized controlled trial (RCT).

This was a qualitative formative evaluation study, 34 reported here following Consolidated
criteria for Reporting Qualitative research (COREQ) guidelines.3> One-on-one semi-
structured interviews were conducted with rural-dwelling patients with advanced cancer,
their primary family caregivers, and lay healthcare navigators to gain feedback on the outline
of a palliative care intervention for advanced cancer family caregivers. The sampling was
purposive, including different stakeholders (caregivers, patients, and lay navigators) and
different advanced cancer types, in order to elicit a range of perspectives needed to identify
modifications to the intervention. The study protocol was reviewed and approved by the
University of Alabama at Birmingham (UAB) Institutional Review Board (Protocol
#X150611005 and X140521002).

Sample, Setting, and Recruitment

Advanced cancer patients and their family caregivers: Rural-dwelling, advanced cancer
patients and their family caregivers were recruited from the UAB Comprehensive Cancer
Center. Patients 221 years of age were eligible if: 1) they had advanced cancer, defined as
Stage I11/1V lung, breast, gynecologic, gastrointestinal, genitourinary, brain, melanoma, and
hematological cancers and 2) they were rural-dwelling as defined by having a home address
zip code that was classified by the U.S. Census’ Rural-Urban Commuting Area Codes
system as small rural, large rural, and isolated (hereafter referred to as “rural”). Family
caregivers =21 years of age were eligible if they self-identified or were identified by the
patient as a relative, friend, or partner with whom there is a close relationship and who
assists with but was not paid to provide medical care. Caregiver participants did not have to
live in the same residence as the patient. Patients and caregivers were excluded if they had a
medical record-documented (patients only) or self-reported active Axis | psychiatric
diagnosis of severe mental illness (schizophrenia, bipolar disorder), substance use disorder,
suicidal ideation or dementia/confusion because the intervention was not being designed to
be robust enough to address the additional issues of these populations.

Between October 2016 and October 2017, the UAB electronic medical record was regularly
screened to identify patients meeting the eligibility criteria who had a planned outpatient
visit at the cancer center in the coming 1-2 weeks. After gaining permission from oncology
providers, project managers (CC, TR) met with patients and their family caregivers prior to
their visit to inform them about the study. Project managers invited those eligible and willing
to participate in individual, 1-hour interviews with the principal investigator (P1) (JNDO)
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either in-person or over the telephone, and complete informed consent. All participants were
remunerated with a $20 check.

Lay healthcare navigators: Between April and July 2015, lay healthcare navigators were
recruited who were employed as part of Patient Care Connect, a Centers for Medicaid and
Medicare Services (CMMS) demonstration project.3¢ Patient Care Connect lay healthcare
navigators from 11 participating community cancer centers in Alabama, Georgia, Tennessee,
and Florida were eligible to participate who self-endorsed serving patients and families in
rural areas. One site declined to participate. The Pl met with navigators privately in person
to describe the study, invite participation, obtain signed informed consent, and conduct a 1-
hour interview.

Interview Guide and Intervention Outline

One-on-one semi-structured interviews were conducted following a guide aimed at
answering the research questions (see Table 4 for sample interview questions). During the
interview, participants were oriented to a 1-page outline of a telephone-based advanced
cancer family caregiver intervention (given to them during clinic recruitment) and asked
open-ended questions about the outline (Figure 1). The intervention outline was developed
based on the content, format, and delivery of trial-tested cancer family caregiver
interventions from the Rosalynn Carter Caregiver Intervention Database, the ENABLE
(Educate, Nurture, Advise, Before Life Ends) family caregiver intervention,28 and
McMillan’s COPE Caregiver intervention.37-38 Consistent with the length and number of
sessions in other family caregiver interventions,3940 the tentative intervention was proposed
to consist of 6 structured, weekly, 1-hour phone sessions with a telehealth coach (potentially
a nurse, social worker, or lay healthcare navigator) that would be introduced within 60 days
of their relative being diagnosed with advanced cancer (which reflects published guidelines
of early palliative care).4! Coaches would then check-in monthly to address ongoing or new
issues. Prior to the interview, participants wereinformed that any aspect of the intervention
could be modified and encouraged to offer critical feedback that would help the intervention
be feasible and meet the needs of rural-dwelling advanced cancer family caregivers.

Data analysis

Semi-structured interviews were professionally transcribed, uploaded into Atlas.ti software,
and analyzed using a thematic analysis approach.#2 The Pl (JNDO), a board certified
hospice and palliative care advanced practice nurse and experienced qualitative researcher,
first independently open-coded the first 5 transcripts for each of patient, family caregiver,
and navigator participant groups. Through discussion with members of the study team (RAT,
CC, TR, MM, MB), a list of preliminary codes was generated. Using this code list,
subsequent line-by-line coding of transcripts was performed by the PI. Through in-depth
discussion and review of codes and raw text, the list of codes was organized into
theoretically meaningful themes, aided by matrices to facilitate within and across-case
analysis by case and code.*3 To corroborate findings, foster researcher reflexivity, and
establish trustworthiness, study team members met every 1 to 2 weeks throughout the entire
data collection and analysis process to provide feedback on the data collection and analysis
process and on the emerging codes and themes. After consultations with the study team,
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consensus was reached that data saturation had been met after 26 navigator interviews, 19
caregiver interviews, and 18 patient interviews. One additional caregiver interview was
completed wherein no new insights emerged.

Sample Characteristics

Table 2 shows patient (n=18), family caregiver (n=20), and lay healthcare navigator (n=26)
participant characteristics. Patients had a mean age of 58 years and were mostly male
(66.7%), White (83.3%), married or living with partner (77.8%), Protestant (88.9%), and
unemployed (50%). Over half had a high school education or less (60.2%) and half were in
poor or fair health (50.0%). Family caregivers had a mean age of 56 years and were mostly
female (95%), White (85.0%), married or living with partner (90.0%), and Protestant
(85.0%). Most (70%) had a spousal relationship to the patient and had been performing in
the caregiving role for a mean of 27 months. Most (55%) cared for patients every day and
for more than 8 hours per day. Navigators had a mean age of 44.7 years and were mostly
female; nearly 40% of the sample was African-American/Black. Over three-quarters had a
college or master’s degree. The mean years of experience in the navigator role was 2 years.

Qualitative Findings

Table 3 illustrates the main themes, illustrative quotes, and intervention modifications based
on the themes. The main themes are organized into the 3 domains addressed in the
interviews: content, format, and delivery.

Intervention Content

Make topical content flexible so that it matches an individual’s specific needs: All
participants (patients, family caregivers, and navigators) responded positively towards all of
the proposed intervention topics. They expressed that the topics all seemed “relevant” and
“appropriate” and that none should be removed. A number of patient, caregiver, and
navigator participants suggested that the intervention content be flexible, such that more
emphasis and greater depth could be placed on topics that caregivers felt they needed. As
one caregiver stated, “Everyone won’t have the same needs, I’m sure, so that if you had a
way of determining that that would be probably better” (Caregiver 23). There were also
multiple suggestions to systematically assess a caregiver’s situation over time as needs
evolve due to patients’ progressive illness. Several navigators expressed that it might be
better to move the content on identifying your support network and outside resources to the
second session because that would address any urgent logistical needs that caregivers might
have.

Keep content simple and visual: In general, all participants struggled with having ideas
about how to assist those with limited literacy. For those who did comment, they advised
having materials be easy-to-read and visual and having coaches trained to talk through
content orally. Some patient, caregiver, and navigator participants suggested using videos,
although they cautioned that many might not have a DVD player.
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Assessing spirituality/faith is important but should not be an overarching theme. Crises
should be referred to a spiritual professional: All participants were very cautious in their
advice about how to incorporate faith and spirituality into the intervention. Many
commented on how there are people of many different types of faith and it would seem
challenging to address. Though nearly all felt that assessing a person’s spiritual health was
appropriate, none felt that it should be overarching theme of the intervention. Several
navigators suggested having a chaplain or other religious professional available for referral if
more intensive spiritual counseling was requested:

“I would definitely get with a chaplain services...if it needed to be escalated where
someone from the ministry needed to be placed as a part of this if the caregiver is
requesting spiritual help” (Navigator 05)

Navigators also recommended combining spirituality/faith within Session 3 Self-Care.

Intervention Format

Some participants may desire more than six sessions: Nearly all participants felt that 6
weekly intervention sessions seemed appropriate and no participants expressed that 6
sessions would be too many. As some of the quotes in Table 3 from caregivers alluded to,
having additional sessions added might be helpful as caregiving needs tend to change over
time as patients become sicker. Caregivers were not specific about any content in particular
but rather emphasized that the content that is needed at present might be different from what
is needed in the future even though they could not predict what that future content might be.

One hour may be too long for some people: Most patient, caregiver, and navigator
participants felt that the intervention sessions should have a flexible time allotment,
depending on the caregiver’s availability and need. Many felt that an hour would be too long
because caregivers had busy schedules, might not like talking on the phone for that long, and
simply might not have much to talk about for a particular session’s content. Nearly all
participants reported that between 15 and 30 minutes would be the “right” amount time for a
session.

Intervention Delivery

Internet access is a problem in rural areas even though using internet-based technology
(e.g., smartphone apps, websites) might be helpful: Most patients, caregivers, and
navigators felt that internet-based technologies such as video chat or text messaging might
be helpful but that internet access in rural areas is limited or expensive. Some caregiver and
patient participants did not like internet-based applications (e.g., “we’re not into that™),
while numerous others spoke about how many caregivers might not have the skills to figure
out how to use internet-based technology without assistance.

Using a mostly telehealth approach is acceptable but initial face-to-face contact is
desirable to establish the relationship: In general, all participants felt that interaction with
a coach over the telephone was acceptable because it was “convenient” and did not require
having to drive to an appointment. However, nearly all participants desired having at least
some face-to-face contact, particularly at the beginning of the program during the first
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session. Many felt that such face-to-face interaction laid the foundation for “trust” and
“rapport” and that it would send the implicit message that the family member was validated
and appreciated. Some patients, caregivers, and navigators commented on how the face-to-
face contact would enhance the communication during sessions, allowing individuals to
express themselves more and adhere to the program. Others made comments about how it
would help the program to feel “real” and like the coaches “genuinely cared”: “Personally, |
like to see the person face-to-face...I’m not really good on telephones. | don’t like that
distance between whoever I’m talkin’ to... | prefer the personal touch” (Caregiver 22).
When asked where this face-to-face contact could take place, patients, caregivers, and
navigators spoke about how this would need to be negotiated with the caregiver but could
include their home, a public location close to their homes (e.g., library, fast-food restaurant),
or during patient visits at the hospital.

Mixed views on lay navigator role in intervention: All navigators expressed that they
already regularly interacted with family caregivers as part of their patient navigator role and
some mentioned that they already addressed many of the recommended topics with family
caregivers. For example, they were already addressing practical needs like arranging
transportation and parking for families and providing some degree of “emotional support”
and “spiritual support.” Navigators expressed a range of views about their potential role in
delivery of the intervention. Some felt that navigators should have a very limited role
because it would greatly increase their workload and because they did not feel comfortable
discussing certain topics, such as how to manage symptoms or medications. Other
navigators stated that they could work in partnership with the nurse coach by helping link
caregivers with resource needs identified by the coach during sessions. Finally, several
navigators thought that they could lead this type of intervention. They indicated that they
would need more training and access to a “backup” healthcare professional for supervision
and questions. Some talked about being comfortable as a first line of support and that if a
family member had a particular need, being able to refer that person to another healthcare
professional.

Discussion

The purpose of this qualitative formative evaluation was to elicit feedback on the outline of
an early palliative care, telephone-based intervention for advanced cancer family caregivers
living in the rural Southeastern U.S., developed based on published evidence-based
interventions. Findings from analysis of interviews with 18 patients, 20 family caregivers,
and 26 lay patient navigators will be used to inform the development of the intervention
protocol tailored specifically for this underserved population. Results indicated retaining
several aspects of the intervention, including the proposed topical content, the inclusion of
faith and spirituality, and the use of a mostly telehealth approach.

Other findings pointed towards more substantial modifications. First, participants
emphasized having at least some in-person contact with the coach to enhance the
genuineness and empathic connection. This connection, or what has been called therapeutic
alliance, has been identified as a reliable predictor of positive psychological outcomes
regardless of the counseling approach.*44> Some participants mentioned that such a
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connection facilitated by face-to-face contact might increase the likelihood of caregivers
adhering to the program, an observation reinforced in psychotherapy research.46

Second, participants stressed having topical content that was flexible and responsive to the
specific needs of caregivers as these needs changed over time. Adaptive interventions,
designed to customize content and dose of an intervention to the heterogeneous needs of
different individuals, are being increasingly tested in behavioral interventions,*” however
their use in caregiving interventions has been limited,8 representing a novel direction for
our to-be-developed intervention protocol as well as future caregiving research in general.

Third, participants expressed that faith and spirituality should not be an overarching theme
of the intervention. This was surprising given that Alabama and other Southeastern U.S.
states have been reported by a Pew Research Center study as the most religious states in the
nation.4? Participants conveyed that their faith and spiritual needs were best met through
their local communities of worship; however they did feel that assessing and asking about
one’s faith and spirituality should still be an included topic of the intervention.

Finally, the number of participants who expressed reservations about the use of internet-
based technologies in the intervention due to the lack of internet access was expected.
According to a U.S. Federal Communications Commission report, Alabama has 15 “critical
need” rural counties wherein less than half of residents have broadband access, though this
access appears to be improving over time.50 Any use of internet-based technology in our
intervention will need to be carefully pilot tested for feasibility.

Regarding delivery, there were a wide range of perspectives from the lay patient navigators
concerning their possible role the family caregiver intervention. Some expressed having an
ancillary role whereby they assisted the coach with specific tasks of the intervention, such as
arranging transportation services and identifying caregivers for referral to the intervention.
In contrast, other navigator participants felt they could be the coach for this type of
intervention so long as they were provided additional training and regular supervision. The
use of non-professionally trained healthcare personnel to deliver palliative care in rural areas
is increasing but their utilization and scope of practice varies widely.512 A recent
systematic review®! examining partnerships between volunteers and palliative care
professionals in rural areas emphasized the importance of volunteer education and training
that emphasizes practice limits and boundaries and where volunteer communication and
debriefing with overseeing healthcare professionals was imperative. The palliative and
supportive care workforce is not expected to meet the demand in the coming decades relative
to the growing need for services;3 hence, developing models of care that leverage lay
healthcare navigators may represent a solution to this impending crisis.33:52:54

While our study provides insights about adapting an intervention for rural advanced cancer
family caregivers, several limitations should be noted. This study included only the first
phase of formative development and did not include proof-of-concept testing. Thus, the
modified intervention is still in development and there is a need to determine feasibility,
acceptability, and efficacy. However, our stakeholder engagement strategy, incorporation of
evidence-based intervention elements from other successful family caregiver interventions,
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and our rigorous formative evaluation approach has resulted in findings that greatly enhance
the rigor of our intervention adaptation process. It is also possible that a larger sample size
that included more Blacks/African-Americans and male caregivers could have resulted in a
broader set of themes. However, the make-up of the caregiver sample is consistent with the
racial demographics of the Southeastern U.S. Furthermore, there may be different
perspectives concerning modifications to the intervention based on different background
characteristics (e.g., higher hours/week caregiving vs. fewer hours/week). We aim to
incorporate adaptive elements to the intervention design that will be potentially beneficial to
caregivers regardless of demographic background and will furthermore seek to over-recruit
minority and male caregivers in our future, small-scale pilot RCT. Finally, our study focused
on a very particular U.S. rural culture, and hence, some of our results may not be
transferable to other global rural populations. While recent reviews have highlighted the
increasing role and potential of lay workers bringing palliative care to rural communities
globally,55:56 we recommend that programs in other countries and rural settings gain
stakeholder feedback from their own populations before testing or implementing similar
programs.

This formative evaluation study elicited feedback and recommendations from rural-dwelling
persons with advanced cancer, their family caregivers, and lay healthcare navigators on
modifications needed to adapt a palliative care intervention to support the well-being and
skills of an underserved rural Southeastern U.S. family caregiver population. Key
modifications including adaptive content, regular needs assessment, mixed in-person and
telephone encounters, and flexibility in encounter length will be incorporated into an
intervention protocol and tested for feasibility, acceptability, and potential efficacy in a pilot,
small scale RCT. While efficacious cancer family caregiver interventions are growing in
number, major issues remain concerning their tailoring to real-world implementation and
their inclusion of vulnerable populations, including rural-dwellers and minorities.#1:57
Consequently, it is imperative to continue refining, tailoring, and testing the potential impact
of palliative care interventions for underserved advanced cancer family caregivers.
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Knowledge that will change your world

Connect

Get paired with 2
supportive care
health coach
(bealtheare advisor,
mentor, and friend)

-y

Look in the mail for
our gui and
other tools

Schedule an
appointment

HOW WOULD THE PROGRAM WORK?

of Individuals with Cancer

Learn, Discuss, and Prepare
Receive B weekly, 1 hour coaching sessions by Phone to learn and discuss important topics

Session 1
* Your story
* Common challenges
when supporting
with cancer with cancer

Session 4 Session 5 Session 6
© How to approach big ® Partnering in decision- ® Getting extra help
problem -by-step making © Community resour
* Communicating with
help you (e o
apps, online resources &
support groups)

Program to Support Family Members

Stay in Touch

Monthly check-in
calls to see how
vou are doing

WHAT WE NEED YOUR FEEDBACK ON...

Content of the sessions (Add things? Take away?) e Attracting family members to the program

Number and length sessions e Best time & place to introduce the program

Different ways to communicate (besides phone)

e Technology solutions (apps, online resources and support)

Figure 1.

J Pain Symptom Manage. Author manuscript; available in PMC 2019 June 01.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuep Joyiny

Dionne-Odom et al. Page 14

Table 1

Sample interview questions

Intervention Content

1 What do you think about the topics that would be discussed in this program? Should any be taken out? Should any be included that are
not there?

2 In your opinion, what would be the best way to integrate faith and spirituality into the intervention?

3 With some individuals we’ve worked with in the past, we noticed that they had difficulty understanding health information and some
even had difficulty reading. This made it harder for them to participate in our programs. For these folks, how would you advise us to
adapt our program to meet their needs?

Intervention Format

4 In the outline, there would be six, one-hour weekly phone sessions. What do you think about having six, weekly sessions? What do you
think about the length of these sessions?

Intervention Delivery
5 This program would be conducted by a coach over the phone. What do you think about this approach?

6 What other ways besides the phone should we consider to enhance our contact and engagement with rural caregivers?

7 (Navigators only) Given what I’ve described about this intervention, what are your thoughts on how lay navigators could be involved
with the program?

J Pain Symptom Manage. Author manuscript; available in PMC 2019 June 01.
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Table 3
Qualitative themes, illustrative quotes, and intervention modifications
Main Themes Sample Quotes Intervention Modifications
Domain 1: Content
“...maybe the coach should...do...a primary . Keep topical content proposed in outline
assessment, or some type of preliminary assessment. At (Theme a)
(a) Make topical least get some kind of idea of what they think this . i
content flexible so person may need, and then tweak it as they go . Make additional or more in- depth content
that it matches an along......” —Caregiver 19 available based on regular assessment
individual’s specific | “The most important thing would be to do the first (Theme a)
needs assessment...it will guide you to the next place and then . All wri ial d 8t grad
this will be the framework of what is going to be dv_vrlttlen r{laﬁrla S cl;)mpose ata 8% grade
covered...“ —Navigator 25 reading level (Theme b)
“ s o . . Frequent use of graphics to depict content
2.3..When they call...walk’em through it...* —Caregiver (Theme b)
“...having large print, so possibly some little diagrams . Assess and discuss spirituality/faith as a

(b) Keep content
simple and visual

that people can look over. ...Pictures help more...” -
Navigator 03

“I can make sense of a lot of things by seeing it through
a video...because it’s showing me, not trying to tell
me...some people that don't comprehend very well big
words, intelligent words, they need it in more of a
layman's terms. Something simple to talk about and in a
way that they can understand.” - Patient 09

(c) Assessing
spirituality/faith is
important but should
not be an
overarching theme.
Crises should be
referred to a
spiritual
professional.

“...let it be an option that's put out there for 'em. ...
assess their level of spirituality and how deeply rooted
their family history is, or their particular history is, in
religion and maybe go from there.” — Caregiver 19

“I would definitely think that’s somethin’ you’d have to
find out about an individual...You don’t wanna make
them think it’s all about spirituality.” —Caregiver 33

“It is hugely important I think for it to be there, but |
think it needs to be almost like optional.”-Navigator 06

subcomponent of the intervention (Theme c)

. For spiritual distress, have protocols in place
for referral to a chaplain or other spiritual
professional (Theme c)

Domain 2: Format

(d) Some
participants may
desire more than six
sessions

“Six sessions sound about right. I can’t tell you, for
sure. | may still need more sessions when you get
through with that number six one.” -Caregiver 20
“...six sessions sounds about right...especially at first,
when everything is so hectic and so—just trying to get
everything straightened up and leveled out and
everybody in place to take care of them. That’d be
great.” -Caregiver 32

(e) One hour may be
too long for some
people

“It’s gonna be different for each person depending on
where they is in their journey. Just because | may only
need 15 minute or 30 minutes this month don’t mean 6
months from now, | don’t need an hour.” —Caregiver 09
“I think that's a good target is one hour...sometimes it
may last less than an hour, sometimes it may last a little
more depending on what may be goin' on in their lives
at that time...” - Caregiver 19

“I think an hour a time on the phone is kinda hard
sometimes to carve that much time out of your day...|
think 30 minutes would be really easy for most people.”
-Caregiver 23

. Retain 6 core sessions and included
additional sessions as needed/requested by
participants (Theme d)

. Sessions deliverable within 20 minutes with
the flexibility of lasting up to 1 hour (Theme
€)

. Include eligibility criteria that ask about

ability to participate in at least 6 weekly
sessions that last a minimum of 20 minutes
each (Theme d, e)

Domain 3: Delivery

() Internet access is
a problem in rural
areas even though
using internet-based
technology (e.g.,
smartphone apps,
websites) might be
helpful

“Well, it might work if you have a good internet
connection... Ours is very, very, very, very slow. ...
That’s why | don’t even get on e-mail anymore, because
if | try to download somethin’ it takes forever and a day.
... I just stay away from it, because we got about the
slowest e-mail internet thing...” -Caregiver 22
“...inrural areas, they don’t have internet. They can’t
get it even if they wanted to.” —Caregiver 24

“A lot of people [in rural areas] don’t [have internet].

It’s very expensive. ... When you live like we live way

. Augmenting intervention with internet-based
technologies will need to be pilot tested for
feasibility with special emphasis on internet
access provision (Theme f)

. Mixed in-person and telephone contact (at
least 1 in-person visit) (Theme g)

. Therapeutic alliance building needs to be
key foundation of intervention (Theme g)
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Main Themes

Sample Quotes

Intervention Modifications

Domain 1: Content

out in the country there’s only certain options for you to
have internet. ... | find that one of my biggest
struggles.” -Caregiver 33

“| think that’s a good people for people that’s computer-
savvy, but people that are not, maybe somebody can
come and help them. ... I think a lotta people that could
do it, would do it, and those that don’t would probably
wanna learn how.” -Patient 18

(9) Using a mostly
telehealth approach
is acceptable but
initial face-to-face
contact is desirable
to establish the
relationship

“I’d want a face to face...that would make me feel ...
that this is a real program and they really, really care.” —
Caregiver 28

“Any opportunity for face to face...enhances your value
on multiple, multiple levels...shows our depth of care.”
—Navigator 16

(h) Mixed views on
lay navigator role in
intervention

“| like the team approach...it’s a collaborative thing...
“~Navigator 03

“...it would need to fall into more of a counselor
context...“~Navigator 07

“Do | think a lay navigator could do something like
this? Yes...I do, most definitely.” -Navigator 23

“1 think if we are given the right trainin’ for this, we
could be the coach...” —Navigator 05

. Intervention could be navigator-led with
additional training and regular supervision
(Theme h)
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