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ABSTRACT

Purpose: ABCD: After Breast Cancer Diagnosis (ABCD) is a Wisconsin-based mentoring service
that pairs breast cancer survivors with women recently diagnosed with breast cancer. Since
1999, ABCD has trained volunteers to provide personalized information and emotional support.
This review describes participants’ perceptions of this survivorship program and its utility for

breast cancer patients.

Methods: ABCD conducted 3 “program effectiveness” surveys between 2002 and 2006. Surveys
were conducted over the telephone and used a 5-point Likert scale to elicit evaluations of the

organization, mentors, resources, and other program dimensions.

Results: Survey results indicate that this model is a successful resource that could be replicated
for breast cancer survivors nationally. Respondents were especially satisfied with the helpful-
ness of the program for them and their families, mentor confidentiality, and emotional support.
Areas for improvement focused on mentee familiarity with the ABCD website and helpline and
improvement in mentor knowledge. Approximately 60% of respondents would consider becom-

ing mentors.

Conclusion: ABCD is a positive and successful program with consistent participant satisfaction.
The program has expanded nationally to address the needs of survivors. This model could be
further replicated to provide support to survivors, family, and friends at no cost.

INTRODUCTION

Breast cancer is the most commonly diagnosed cancer among
women.! Because of screening and early detection, as well as
improvements in treatment options, many women are living lon-
ger with breast cancer or are being cured entirely. According to

the Centers for Disease Control, the number of cancer survivors
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in the United States has increased from 9.8
million in 2001 to 11.7 million in 2007,
including more than 2.5 million breast
cancer survivors.2 An estimated 64.8% of
cancer survivors live longer than 5 years
after their cancer diagnosis and a large
portion of these patients are breast cancer
survivors.?2

Cancer survivorship, defined as the time
from diagnosis until the end of life,3 was
identified by the Institute of Medicine in
2006 as a distinct phase of the cancer jour-
ney that has been neglected in advocacy,
education, clinical practice, and research.
Cancer survivors face unique physical
and psychosocial challenges across the life
course, including psychological distress,
sexual dysfunction, infertility, impaired
organ function, cosmetic changes, and
limitations in mobility, communication,
and cognition, among others. In the face of these challenges, it
is now widely accepted that survivors benefit from emotional and
informational support throughout the cancer journey.>$ The doc-
umented benefits of participation in cancer support groups range
from enhanced quality of life to prolonged survival,®10 indicating
that support-based programs may be an important resource for
addressing the needs of cancer survivors.

There is a growing interest in volunteer-based programs in
particular because of their shared-experience element, acces-
sibility, and cost effectiveness. According to a recent systematic
review, there is a paucity of literature on volunteer-based support
programs for people with cancer.!! While evidence does suggest
that most volunteer-based support programs are beneficial for
participants, volunteer programs often face challenges with sus-
tainability, as well as growth and application in multiple popula-
tions.!! Here we present the case of ABCD: After Breast Cancer
Diagnosis (ABCD), a structured volunteer program that has been
in place for 15 years and recently has expanded to have a national

presence.
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) ] ued contact can be initiated. Matches are
Table 1. Sample Survey Questions and Mean Likert Scale Responses .
afforded a great deal of autonomy, with no
2006 2004 2002 . .. .
S c 5 - 139 o 53 direct supervision and no predetermined
ter Breast Cancer Diagnosis) Organization n= n= n=
d g end to the relationship. ABCD does, how-
ABCD iis a reliable source for support 4.55 4.67 4.33 . .
ABCD is a reliable source for information 437 4.47 4.09 ever, conduct regular check-ins with both
It is easy to contact someone at ABCD 4.65 4.67 4.47 mentors and mentees to assess their sat-
One-to-one contact is valuable 4.65 474 4.62 isfacti ith th h fF: .
The ABCD organization is responsive in a timely manner 4.68 4.68 4.60 IS. action with the match and offer addi
The ABCD program has helped me 441 447 - tional support where needed.
The ABCD program has helped my family 3.84 - —
Overall evaluation of ABCD 4.58 4.56 4.43 Survey and Data Collection
ABCD Mentors ABCD began matching survivors and
My ABCD mentor was well |nf9rmed . 4.48 452 4.31 mentors in September 1999. Since then,
My ABCD mentor was responsive to my questions/concerns 4.52 4.66 4.51 . . .
| felt comfortable sharing personal information with my mentor 4.46 455 4.41 with the assistance of an independent mar-
My ABCD mentor provided emotional support 4.40 438 4,09 keting and survey firm, ABCD conducted
My ABCD mentor helped me get the additional breast cancer information | need ~ 3.83 415 — 3 “sroeram effectiveness” surveys, in 2002
| trust my discussions with my mentor were kept completely confidential 477 474 474 prog ) ¥Ss ’
Overall evaluation of ABCD mentor 435 441 431 2004, and most recently in 2006. Survey
ABCD Resources questionnaires, designed collaboratively by
Not at all familiar with ABCD website 61% 65% 77% the independent ﬁrm and members Of the
ili i H 0, 0 0
Not at all familiar with ABCD helpline 38% 35% 44% ABCD program committee, consisted of 8
Mean Likert scale rating for all respondents, where 1indicates “Strongly Disagree” and 5 indicates “Strongly questions about the ABCD organization,
Agree” 12 questions about mentor services, and 9
questions addressing resources and other
METHODS topics (Table 1). ABCD volunteers administered the survey as

Program Description

ABCD is a Wisconsin-based organization originally established
to meet the needs of breast cancer survivors and their families in
Eastern Wisconsin (http://www.abcdbreastcancersupport.org/).
While ABCD is based in southeast Wisconsin and actively serves
all of Wisconsin’s 72 counties, its services are now available in
communities nationwide. Milwaukee County, home to the orga-
nization’s headquarters, has the highest rates of breast cancer in
Wisconsin and includes the state’s most socioeconomically diverse
population.

Breast cancer survivors who are at least 1 year past the comple-
tion of treatment or people who have had experience with breast
cancer with family members or friends can volunteer to serve
as mentors with ABCD. New volunteers complete 12 hours of
training, with instruction on breast cancer diagnosis, treatment
options, psychosocial issues, resources for survivors, and health
information privacy. The goal of the peer support is to decrease
the survivor’s sense of isolation, increase knowledge about the
breast cancer experience, introduce possible coping strategies, and

provide a sense of hope.

Program Process

ABCD staff pair mentors with mentees in a deliberate process tai-

lored to the mentee’s needs. A mentee who is seeking mentorship

works with ABCD staff to complete an intake form that queries

relevant information on demographics, health, and cancer status.
The mentor and mentee usually first communicate by tele-

phone, and if they wish to continue the relationship, contin-

a 5-minute telephone interview, conducted in English. Mentors
who volunteered as survey administrators did not contact their
own mentees. Respondents were asked to evaluate the attributes
of ABCD on a 5-point Likert scale, from 1 (strongly disagree) to
5 (strongly agree). Participants were informed that an indepen-
dent marketing firm was assisting in data collection. Participants
did not receive any incentive for their participation. The indepen-
dent firm compiled and analyzed de-identified data for ABCD.
With all data de-identified, this work was exempted from review

by our institutional review board (IRB).

Analysis

We provide descriptive statistics to characterize the survey cohort.
The independent firm calculated mean scores for each of the
Likert-scaled questions. Chi-square tests were performed to iden-
tify significant associations between survey year and characteris-
tics of the match. Number of surveys conducted was estimated
from program participation levels for 2002 and 2004.

RESULTS

Survey Respondents

Analysis of the questionnaires was conducted to evaluate the
respondent perceptions of the program and to identify areas in
need of improvement. In the most recent survey, volunteers tele-
phoned all survivors who had received mentoring services dur-
ing the prior 2 years (N=265). One hundred thirty-nine women
completed at least 75% of the questionnaire, for a participation
rate of 52%. This participation rate is up from 45% and 25% in
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the previous 2 surveys (Table 2).

Over half of respondents learned about ABCD through
health care settings, either directly from their physician/oncol-
ogist (23%), or nurse (12%), or from the hospital or clinic
(22%). Others learned about the program from a friend or rela-
tive, through their church, or at an ABCD fundraising event.
Estimated length of relationship with the mentor was asked of
participants during the time period of most active treatments (1
year). For 41% of respondents, the mentor relationship lasted
from 6 months to 1 year, an increase compared to the previ-
ous 2 surveys (33% and 17% respectively). Only 8% estimated
the relationship lasted less than 3 months (2=0.003) (Figure
1). The majority of respondents (71%) were involved with only
1 mentor while they received services at ABCD. The number
of contacts between the mentor and survivor increased signifi-
cantly over the years. In 2006, 23% of respondents reported they
had had more than 15 contacts with their mentor throughout
the relationship, compared to 6% and 16% in 2002 and 2004,
respectively (P=0.02) (Figure 2). Nearly all respondents (96%)
would refer another breast cancer survivor to ABCD and 60%
would consider becoming mentors themselves.

In the most recent survey, respondents gave a mean Likert rat-
ing of 4.41 in response to the statement: “The ABCD program
has helped me.” Respondents gave a mean Likert rating of 3.84
in response to the statement: “The ABCD program has helped
my family” (Table 1). When asked about their familiarity with
ABCD resources, 61% of respondents were not familiar with
the ABCD website and 38% were not familiar with the ABCD
helpline (Table 1). The statement with which respondents most
agreed (mean Likert rating of 4.77) was: “I trust my discussions
with my mentor were kept completely confidential” (Table 1).
The lowest mean Likert score (3.83) came in response to the
statement: “My ABCD mentor helped me get the additional

breast cancer information I need.”

DISCUSSION

This report from 3 surveys of a Midwest breast cancer support
group demonstrates that survivors and their families and friends
are very satisfied with ABCD’s support services, and that the
level of satisfaction has remained stable over the 3 surveyed time
periods. More mentoring relationships are lasting longer and the
number of contacts between mentors and mentees have increased
over time. These findings reinforce the value of the program to
survivors. Over 70% of respondents reported that they had con-
tact with only 1 mentor, suggesting that ABCD’s efforts to appro-
priately pair matches are largely successful. Finally, participation
in the program has increased over time and has expanded nation-
ally. This model could be replicated for breast cancer survivors in
other communities.

Social support resources for breast cancer patients have

Table 2. Survivor Demographics Data

2005-2006 2003-2004 2000-2002

Number of Survivors/Mentors2 265 203 208
Number of matches 303 233 247
Demographics of Patients/Survivors Receiving Matches

Unknown 18 13 9
African American 27 18 8
Caucasian 254 169 191
Hispanic 4 3 —
Survey participation 52% 45% 25%

aThe number of participants each year is less than the number of matches, as
multiple participants (mentors) have multiple matches.

Figure 1. Estimated Length of Relationship with Mentor
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Figure 2. Estimated Number of Contacts with the Mentor
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been evaluated extensively in the existing literature.!? Programs
that have been piloted and implemented include group mentor-
ing®13 and one-to-one mentoring in person,!! via telephone,” or
over the Internet. In some programs, such as Reach to Recovery,
mentors are fellow breast cancer survivors,!! while other pro-
grams offer mentorship by someone trained in a health care field
such as a registered nurse, or someone trained in counseling such

as a psychologist.6 Though it is clear that each of these modalities
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can provide benefit to the survivor, there is no data to suggest a
benefit to using 1 modality over another.12 Our study adds to the
literature by describing a model for a successful one-to-one men-
toring program that can provide support to women diagnosed
with breast cancer.

Many survivorship programs serve women with breast cancer,
but the context of that service is key; it is important that pro-
grams provide adequate support through a forum that is safe and
educational. This point is especially important in the light of evi-
dence that some programs actually can cause harm. For example,
1 randomized controlled trial of peer-to-peer interactions in an
unstructured, unmediated online format found that participants
in the experimental arm experienced decreased quality of life and
increased stress compared to participants in the control arm.13
Some evidence suggests that the time spent screening, training,
supervising, and retraining mentors may be a crucial factor in
the success of the mentor-survivor relationship.” ABCD provides
12 hours of training for potential mentors, followed by a post-
training evaluation to assess the readiness of potential mentors.
In addition, ABCD offers continuing education opportunities
3 to 4 times a year to keep mentors informed about available
resources, new or different medical treatments, and coping strat-
egies for psychosocial issues. This analysis demonstrates consis-
tently across all 3 survey periods that mentees have reported:
that ABCD is a reliable source of support (mean Likert ratings:
4.33 [2002], 4.67 [2004], 4.55 [2006]); and that their mentor
has provided them with emotional support (mean Likert ratings:
4.09 [2002], 4.38 [2004], and 4.40 [20006]).

While all mean Likert ratings were above 3.5, in the future
ABCD may focus additional efforts on components of the pro-
gram that were not rated as highly as others such as training men-
tors to more effectively provide information to mentees, assessing
the support needs of participants’ families, and raising awareness
of the website and expanded helpline. Although we describe a
successful peer support program for breast cancer survivors, there
are some limitations with the data. First, the survey initially was
designed with the goal of expanding marketing of ABCD. While
the data speak to respondents’ impressions of the program, future
surveys designed by experts in health program evaluation may
provide additional relevant information. Second, while demo-
graphic information is available for all survivors involved with
ABCD, we do not have specific demographic data for the sub-
set of women who responded to the survey. While the response
rate to these surveys has increased significantly over time, there is
still the possibility for selection bias, where participants who are
most and least happy with ABCD’s services may be most likely
to respond. The survey was administered only in English, which
excluded participants who were not comfortable communicating
in English. Since the last survey was conducted in 2006, ABCD

has taken steps to address this limitation by training and match-

ing several mentors who are bilingual in English and Spanish
and can provide services to Spanish-speaking survivors. Finally,
ABCD does not have records of the total number of survivors
invited to participate in the first 2 surveys. Instead, they esti-
mated the numbers, and in turn the response rates, based on
their mailing lists.

Since the completion of the 2006 survey, a follow-up survey
has not been conducted due to programmatic changes and the
rapid expansion of the program. In 2012, ABCD expanded its
helpline staff, bringing on volunteers and staff members from
the recently closed Y-ME, one of the oldest breast cancer sup-
port organizations in the world. ABCD’s goals are to eventually
further expand its helpline into a 24/7, survivor-staffed resource
serving all 50 states and to increase the number of mentee-men-
tor matches.

ABCD currently is designing a new survey as part of a pro-
spective study to evaluate the experiences of both mentees and
mentors. This kind of ongoing, systematic evaluation is crucial
as ABCD expands its reach in the United States. Records from
2013 identify 531 matches for which 1593 one-to-one services
were provided. ABCD now has mentors and matches through-
out the nation, with particularly strong mentor cohorts and
programming arms in Washington DC, Chicago, Miami, San
Antonio, Phoenix, and southern California.

In summary, surveys of ABCD participants from 3 time points
indicate that women appreciate the support services provided by
ABCD and believe ABCD programming is an effective resource
for survivorship care. Meanwhile, ABCD’s expansion and con-
tinued growth since the last survey suggests that the ABCD men-
toring program is a replicable model for one-to-one mentoring
support services. As the numbers of breast cancer survivors grow
and as breast cancer treatments continue to improve and become
more complex, it is likely that there will be growing demands
for information and support among this population. ABCD is
poised to contribute to meeting this demand; the organization
serves as a model program for providing enduring and effective
peer support to breast cancer survivors using local resources at no

cost to the survivor.
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