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Abstract
Young women (18-45 years of age) with breast cancer often view the end of active treatment as a significant milestone. While 
completing treatment is largely celebrated, little is known about the immediate time after completing active treatment. The 
purpose of this qualitative, descriptive study was to explore the needs of young women survivors transitioning out of active 
breast cancer treatment and into survivorship. We used a qualitative design with convenience sampling of young women who 
completed active breast cancer treatment within the last 5 years to participate in semi-structured online focus groups from 
November 2020 to May 2021. Thematic analysis was used to reveal the needs as women transitioned out of active treatment 
and into survivorship. Thirty-three young women breast cancer survivors (75.8% White, 12.1% Black, 12.1% other) participated 
in 7 online focus groups each lasting approximately 90 min. Three dominant themes with accompanying subthemes emerged 
from the data: (1) “feeling like a different kind of woman” (physical [cognitive, weight, sexual] changes, emotional changes 
[defining normal, loss of purpose]); (2) lingering emotional trauma (active treatment, survivorship); and (3) recommendations 
(services needed, content needed). Participants in this study did not feel prepared for the physical and emotional changes 
associated with the transition from active treatment and into survivorship as identified in our 2 main themes of “feeling like 
a different kind of woman” and lingering emotional trauma. Participants recommended more thorough communication about 
expectations in survivorship focusing on physical aspects like cognitive, weight, and sexual changes as well emotional challenges 
like loss of identity in survivorship. More communication specific to young women could assist in the transition to survivorship.
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What do we already know about this topic?
We know that transition to survivorship is fraught with many challenges for women with breast cancer.

How does your research contribute to the field?
This research further describes young women’s unmet needs as they transition from active treatment and into immediate 
survivorship and offers recommendations for future patient education topics to assist with the transition.

What are your research’s implications toward theory, practice, or policy?
Oncology team member communication with young women should focus on physical changes (cognitive, weight, 
sexual) and emotional changes into survivorship.
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The median age of diagnosis of breast cancer in women 
is 62 years of age. Yet, for young women between the ages 
of 15 and 39, breast cancer is the most common cancer 
diagnosis1 and these young women have profoundly differ-
ent cancer experiences compared to their older counterparts. 

First, young women are more likely to have more aggressive 
subtypes, exhibit larger tumor sizes, and show higher inci-
dence of node involvement.2 This can result in more complex 
treatment regimens consisting of lengthy radiation treatments 
and variations of chemotherapy cycles.3 Second, young 
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women are often in the stage of life where they are embark-
ing on new adventures such as starting or planning for 
families,4,5 developing careers,6 and possibly coping with 
limited finances.7 Thus, receiving a breast cancer diagnosis 
and entering into active treatment can be particularly burden-
some and unsettling for young women.

Active treatment of chemotherapy and radiation can be 
particularly troublesome. Chemotherapy cycles of 2-to-
3 week intervals lasting several months can be physically 
taxing and take young women away from their job- and fam-
ily-related activities. Additionally, young women have to 
mitigate chemotherapy and radiation side effects of nausea 
and vomiting, mouth sores, skin changes, diarrhea, and bone 
pain while in active treatment.8-10 After several months of 
chemotherapy cycles and/or radiation regimens, many young 
women complete their active treatment marked by “ringing 
the bell” to symbolically enter into survivorship. While this 
ringing of the bell is largely celebrated marking the end of 
the cancer “journey,” the initial transition into survivorship 
can be incredibly anxiety-provoking and distressing.11,12

As young women transition into survivorship, they meet 
with oncologists and oncology team members with reduced 
frequency compared to active treatment appointments.13 They 
may also sporadically attend support groups while in survi-
vorship as compared with regular attendance while undergo-
ing active treatment. Young women may have spontaneous 
medical questions arise and no longer have a standing 
appointment with their oncology team and thus are unsure of 
where to get their questions answered. As a result, young 
women may feel isolated, lonely, and overwhelmed.14,15 
Additionally, they may be simultaneously trying to navigate 
routine medical follow-up care while transitioning their care 
back to their primary care providers.16 These changes can 
result in an overwhelming array of unmet needs ranging from 
informational needs about hormonal therapies, psychosocial 
needs for cancer-specific social support, physical needs of 
stress management, and emotional needs to reduce fear of 
cancer recurrence.17-20 While some unmet needs can be 
resolved with additional resources and services (ie, providing 
access to support groups, educating about hormonal therapy 
side effects, supplying mental health services), young women 
may still face challenges in the transition into permanent sur-
vivorship approximately several years after completing active 
treatment.17,21

Much research has centered on improving psychosocial 
problems stemming from unmet needs and maintaining 

quality of life within the stage of permanent survivorship.22 
Evidence supports the effectiveness of educational inter-
ventions at improving knowledge and increasing symptom 
self-management for young breast cancer survivors.23,24 
Additionally, structured cognitive and behavioral interven-
tions are effective methods at reducing depression, anxiety, 
and improving quality of life for women in treatment and 
survivorship.25-27 However, little is known about the distinct 
time of transitioning out of active treatment particularly for 
young women who are experiencing life-changing events 
such as deciding on family planning and dealing with life-
altering changes post cancer treatment. Thus, the purpose of 
this qualitative, descriptive study was to explore the needs of 
young women breast cancer survivors transitioning out of 
active treatment and into survivorship.

Methods

Study Approach and Design

The authors used a qualitative descriptive design to explore 
the needs of young women transitioning out of active breast 
cancer treatment into survivorship. This study was approved 
by the University of Arkansas for Medical Sciences 
Institutional Review Board (Protocol #239621). All partici-
pants provided informed consent prior to participating in the 
study through an online portal.

Participant Recruitment

Study team members used 4 main strategies to recruit poten-
tial participants which occurred during the onset of the 
COVID-19 pandemic. First, direct e-mails detailing the 
study were sent to participants currently enrolled in a state-
wide research registry (AR Research) who indicated an inter-
est in women’s health and cancer.28,29 Second, printed fliers 
were displayed in waiting rooms and elevators of various 
oncology clinics at a major academic medical center with a 
QR code linking to the study’s consent and demographic 
questionnaire. Third, a digital flier with a link to the study’s 
website detailing time commitment and incentives was dis-
tributed through boosted posts on Facebook and through 
listservs for specific adolescent and young adult popula-
tions such as the Young Survival Coalition, Moffitt Cancer 
Center’s Adolescent and Young Adult (AYA) program, and 
the Tampa Bay Community Cancer Network (TBCCN). 
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Fourth, providers endorsed the study and referenced the flier 
during in-person visits at the survivorship clinic. All of our 
strategies allowed women to self-enroll in our study. 
Potential participants were not identified prior to our distri-
bution of recruitment materials. We also encouraged poten-
tial participants and community members (ie, local cancer 
organizations) to informally share of our study information. 
Further details of these recruitment strategies are described 
elsewhere.30

Data Collection

Potential participants completed the consent and demo-
graphic questionnaire through a REDCap portal.31 The 
investigator-developed questionnaire included 23 questions 
covering topics from demographics (race, marital status, 
employment, income) and cancer characteristics (type, stage, 
treatment). Answer choices ranged from multiple choice to 
select all that apply. Once the questionnaire was complete, a 
research assistant scheduled a password-protected online 
focus group hosted on the Zoom video platform.32 An expe-
rienced qualitative nurse researcher conducted the focus 
groups using a semi-structured interview guide. Questions 
were open-ended and designed to encourage discussion. A 
sample question was, “Can you give me a brief overview 
of your treatment and where you are today?” The nurse 
researcher focused on maintaining a safe, therapeutic envi-
ronment by using patient-centered interviewing skills33 and 
checked for understanding by reflecting to the participants 
what she interpreted.34

Each focus group was held with a welcome from the study 
team (nurse researcher and/or research assistant) and intro-
duction from the participants. The focus group began with a 
general opening question about the women’s experiences 
with their breast cancer diagnoses and life thereafter. Probing 
questions were used to expand and clarify discussion. Data 
for this analysis were restricted to women’s experiences tran-
sitioning from active treatment to survivorship. Although the 
focus groups were hosted on the Zoom video platform, only 
the audio was recorded for transcription. Most of the groups 
lasted approximately 90 min. After the conclusion of the 
focus group, participants were mailed a $50 Wal-mart gift 
card as a thank you for their time.

Trustworthiness

Lincoln and Guba described trustworthiness as a measure of 
reliability and validity for qualitative studies. We ensured 
trustworthiness of our findings by: (1) having one qualitative 
researcher (and principal investigator) lead all of the focus 
groups; (2) verifying all transcripts for accuracy against the 
audio recordings for every 10 pages; (3) soliciting feedback, 
and making changes if necessary, from multiple investigators 
from different disciplines (nursing, medicine, epidemiology) 
in designing the research plan; (4) engaging a seasoned 

qualitative expert on the study team to read transcripts and 
confirm findings; and (5) maintaining an audit trail of defini-
tions of codes (available by request) in a codebook. All of 
these steps helped establish credibility, transferability, 
dependability, and conformability.35

Data Analysis

Audio recordings were transcribed verbatim and were cross-
checked for accuracy. The transcripts and audio were com-
pared for accuracy every 10 pages. The verified transcripts 
were redacted and loaded into the qualitative analysis soft-
ware, MAXQDA.36 Data were managed, grouped, linked, 
and annotated using this software.

Data were analyzed using Braun and Clarke’s 6 step 
framework of thematic analysis to identify and organize 
patterns of meanings, or themes, across data to understand 
collective experiences.37 The 6 steps were: (1) become 
acquainted with the data; (2) generate initial codes (small 
chunks of meanings); (3) search for themes (significant pat-
terns of meanings); (4) review potential themes; (5) define 
and name themes; and (6) produce the report.

After the study team members became acquainted with 
the data (Step 1), small segments of text were labeled with 
potential meanings, or codes (Step 2). The study team mem-
bers met and agreed upon codes after the initial 2 steps. The 
codes from the first 2 focus groups were organized into a 
code book which contained exact definitions to guide subse-
quent coding. Study team members then searched the text for 
any significant patterns of meaning, or themes (Step 3). The 
principal investigator then used constant comparison to com-
pare data across focus groups for similarities and differences 
in order to develop potential themes38 (Step 4). Data were 
then aggregated and clustered into increasingly abstract 
interrelated units of meaning in which the final themes were 
named (Step 5). The principal investigator met with study 
team members throughout all steps of the data analysis to 
ensure validity of the results. Any discrepancies between the 
study team members were resolved by a seasoned nurse 
researcher with expertise in qualitative methodology.

We conducted descriptive statistics for demographic char-
acteristics, breast cancer stages, and types of treatment using 
SAS version 9.4.

Results

Sample

Thirty-three women comprised the convenience sample for 
this descriptive study. Seven focus groups were conducted 
and approximately 5 women participated in each group. 
Women were English-speaking and were at most the age of 
45. Most of the women were White (n = 25, 75.8%), and the 
sample included women of various backgrounds (Black/
African American (n = 4, 12.1%) and other (n = 4, 12.1%). 
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The data did not reflect any discrepancies among demo-
graphics between focus group participants. See Table 1 for 
additional characteristics.

About half of the participants were diagnosed with Stage 
2 (n = 17, 51.5%) breast cancer and most women completed 
chemotherapy (n = 31, 93.9%), radiation (n = 23, 69.7%), and 
targeted and immune therapies (n = 15, 45.5%). See Table 2 
for additional clinical characteristics.

Focus Group Themes

Three major themes emerged from this descriptive data with 
accompanying subthemes under each category. The first 
theme to emerge from the data was “feeling like a different 
kind of woman” a direct quote which best captured the sub-
themes of physical and emotional changes in their new 
selves. The second theme was named lingering emotional 
trauma which was related to 2 distinct time points of sub-
themes of active treatment and survivorship entry. The final 
and third theme was labeled recommendations which were 
centered around the subthemes of services and communica-
tion content needed for women transitioning into survivor-
ship. See Table 3 for an overview of the themes, sub-themes, 
and direct quotes from participants.

Feeling like a different kind of woman. Who is this new physical 
self? Women described their experiences of learning their 
new physical selves as they transitioned from active treat-
ment into survivorship. The women discussed the challenges 

associated with cognitive- weight-, and sexuality-related 
changes as they attempted to learn their new physical selves.

Cognitive changes. Insomnia and brain fog were frequent 
topics as women described their major changes after com-
pleting active treatment. One woman said, “Insomnia is still 
a really big problem for me and forgetting what I’m talking 
about in the middle of sentences. . . forgetting words is a 
problem.” Another woman described the continuous effects 
of treatment and said, “It [severe brain fog, insomnia, joint 
pain] goes and it goes, and it’s never really over.” A few 
women talked about their strategies to cope with brain fog 
and one particularly mentioned using notes as reminders 
saying, “Now I use my post-its. . . I’m like, okay, I got to 
write this all down.” However, another woman remarked that 
she still underestimates her ability to recall information. She 
said, “. . . my husband will say, ‘I told you that.’ And then 
I’ll be like. . . ‘did I just tone you out, or did I really just not 
remember?’”

Weight changes. Apart from the cognitive changes related 
to treatment effects, weight was frequently mentioned among 
women across the focus groups. One woman talked about 
how her body slowly went back to normal after treatment, 
but weight was still a concern. She said, “After treatment, 
my period came back and everything like that, but the weight 
gain after chemo. . . I’m having a really hard time getting it 
off.” Another woman tearfully spoke about her struggles with 
weight gain and said, “But, it’s not like I got like happy fat in 
a great relationship. . . it’s not like a relationship weight or 
that I’m just getting older. . . [it’s] not normal for a 20-year-
old to gain that much weight.” Most of the women remarked 
how they did not anticipate the weight gain and were not ade-

Table 1. Demographic Characteristics of Focus Group 
Participants.

Variables

Total (n = 33)

n %

Race  
 White 25 75.8
 Black/African American 4 12.1
 Other 4 12.1
Marital Status  
 Married 25 75.8
 Never married 6 18.2
 Living with someone 2 6.1
Education  
 Post-graduate 17 51.5
 Completed college, 4-year degree 11 33.3
 Some college 4 12.1
 Completed high school 1 3.0
Employment  
 Full-time 21 63.6
 Part-time 4 12.1
 Unemployed 4 12.1
 Self-described as disabled 2 6.1
 Other/student 2 6.1

Table 2. Summary of Cancer and Type of Treatments.

Variable n %

Breast cancer stages  
 0 1 3.0
 1 5 15.2
 2 17 51.5
 2 & 3 1 3.0
 3 5 15.2
 3 & 4 1 3.0
 4 1 3.0
 N/A 2 6.1
Types of treatment  
 Chemotherapy 31 93.9
 Mastectomy 26 78.8
 Radiation 23 69.7
 Hormone therapy 20 60.6
 Targeted therapy 12 36.4
 Lumpectomy 8 24.2
 Immune therapy 3 9.1

Note: One participant received multiple treatments.
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quately informed of the potential side effect. “[The weight 
gain was] not something that I was prepared for and. . . it 
never even got touched on,” one woman commented.

Sexual health changes. Another area that women felt ill-
prepared for was the sexual health changes resulting from 
treatment. The hormonal changes from treatment were 
incredibly distressing for most of the women, and one 
woman commented about the lack of communication regard-
ing her menstrual period. She said, “They didn’t tell me that 
it was going to start menopause. My period stopped. They 
didn’t tell me to expect that.” She later said, “That seems like 
something that you would want to communicate to a patient.” 
Another woman described a similar lack of preparation, but 
then commented on her follow up communication with her 
providers. She said, “. . . one thing I wasn’t prepared for was 
hot flashes. I did mention it to my oncologist a couple times 
and she suggested [medications]. . .[But] I just dealt with it.” 
Another woman talked about her frustration from the treat-
ment side effects and the consequences on her body image 
and sexuality. She said, “Well, and if you’re already going 
through all of these things that make you feel like a different 
kind of woman, or like not as much of a woman. . . and then 
you can’t even have sex comfortably.”

Who is this New Emotional Self? Women described 
their experiences in learning their new emotional selves 
after treatment. They attempted to define and make mean-
ing of their new selves. Additionally, these women strug-
gled with the effects of losing momentum and purpose once 
in survivorship.

Attempting to define. Women transitioning from active 
treatment and into survivorship recalled their attempts to 
define their new emotional self in relation to their past ver-
sions before breast cancer treatment. One woman discussed 
the process in which she questioned her new self by saying, 
“My thought is, what really is the new self? I mean, what 
is your new self? Is it. . . the gaining of weight? Is it the 
chemo brain?” Another woman talked about comparing her 
new self to other women her same age without the experi-
ence of breast cancer. She said, “This is like our generativity 
time, where we’re supposed to be really active in our careers, 
or really active as parents or with our churches or our vol-
unteer work or whatever it is that we’re doing.” She later 
explained how she regretted the limitations of her new self 
and said, “This is the time in our life where we’re intensely 
doing those things. I remember tearfully saying, ‘I just feel 
like an old woman.’”

Loss of momentum & purpose. One of the most common 
topics across the focus groups was the loss of momentum 
and purpose as women transitioned out of active treat-
ment and into survivorship. This specific time was abruptly 
marked by the discontinuation of treatment and was met with 
mixed emotions. One woman recalled, “Before treatment  

I felt like I had a plan, so there’s always progress. I had 
something active that I was doing to put the cancer in remis-
sion.” She then described the devastating consequences after 
treatment ended. She said, “And then when I was done with 
my treatment it was like this big letdown.” Another woman 
echoed these sentiments and said how her diagnosis of triple 
negative breast cancer made her experience different. She 
said, “. . . There’s nothing left once we’re done with radia-
tion. You don’t get a pill. You get sent home, and that’s it. 
And I actually got really depressed when I was finished with 
my treatment.” Another woman talked about her efforts to 
understand her purpose after completing treatment. “I still 
[have survivor’s remorse]. When I look at my auntie’s 
pictures. . . why did they leave and I’m still here?” She con-
tinued to express her reasoning in an attempt to make peace 
with her survival by saying, “. . . just knowing that you’re 
still here for a purpose. And that apparently your purpose 
hasn’t been fulfilled yet because you’re still here.”

Lingering (unresolved) emotional trauma. Women consistently 
talked about the lingering, unresolved emotional trauma 
they experienced within 2 distinct time periods: active treat-
ment and into survivorship. Many of the women reflected on 
triggers which marked their unresolved emotions toward 
particular events or settings. None of the women, even those 
furthest from active treatment, discussed the resolution of the 
traumatic experiences.

Active treatment. The period of active treatment appeared 
to have the most triggering memories for the women across 
all the focus groups. One woman was surprised about her 
own reactions and said, “No matter how strong you were 
before cancer in your mental health, now you just have dif-
ferent things that are going to cause triggers for you and 
things that you don’t really realize they will.” Small events 
such as a smell was upsetting for some women and reminded 
them of treatment. One woman said, “I was at a grocery 
store and I smelled. . . the same cleaner that they used in the 
oncologist office and that triggered a panic attack.” Many 
of the triggering events were unanticipated and the women 
said they had no way to prepare for their emotional reactions. 
Another woman talked about how small ice cubes reminded 
her of sitting in the chairs undergoing chemotherapy. “I can 
only have real big ice cubes now. I mean, it’s a little bit bet-
ter, but I can’t do Sonic [ice]. If I can see them, all bets are 
off but if there’s a lid on it, I’m fine.” None of the women 
talked about a complete dissolution of triggers but instead 
mentioned how they still expected to have some emotional 
responses to unexpected sights, smells, or environments.

Survivorship entry. Women talked about their feelings 
toward entering survivorship, and most of the women said 
they felt unprepared for the emotional toll of the transition. 
One woman was aware of the emotional challenges but still 
was not prepared for the depth of the feelings. She said, 
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“There’s going to be emotional trauma, and I was dealing 
with those little bits of it as I went along, but the depres-
sion part of it blindsided me completely.” She later reflected 
that her oncology team did not prepare her for the depres-
sion entering survivorship. “And, I don’t think there was 
anything mentioned by anybody.” Another woman knew 
about the upcoming emotional changes and said she was 
waiting to talk to her oncology team once treatment ended. 
She said, “[A doctor] told me the 3 goals were to treat the 
cancer, treat the cancer, treat the cancer, and then they’ll deal 
with other stuff later. But, later was never addressed.” After 
treatment concluded she expected to touch on her other chal-
lenges (such as depression and anxiety) with her providers, 
but she said she was disappointed when her symptoms were 
not discussed. “It was just like, okay, we’re going to treat 
the cancer and then, okay, goodbye.” Other women talked 
about their overall transition into survivorship and did not 
focus on specific aspects such as depression and anxiety. One 
woman described how she knew she could not fully prepare 
for the transition into survivorship and said, “no one [clini-
cal] at least set up the stage that would be part of the journey, 
and learning how to be a survivor and learning how to handle 
those bumpy parts of the road.” She later said how she could 
have benefited from more clinical guidance.

Recommendations. Throughout the focus groups women 
consistently gave suggestions to improve the transition from 
active treatment into survivorship. Two main subthemes of 
services and content emerged as distinct categories of recom-
mendations. Most of the women talked about services they 
needed but were unavailable, and only a few women talked 
about services that were helpful to their own experiences.

Services needed. The women in the focus groups com-
mented on their need for additional mental health services 
throughout active treatment and into survivorship. One 
woman wanted specific counseling for patients with cancer 
and said, “There is a certain amount of education [needed for 
counseling someone] that is going through cancer treatment, 
or that is going through that survive. . .a special kind of treat-
ment is needed.” She later commented that traditional mental 
health services were not specific enough for her needs. One 
woman echoed this same frustration with regards to mental 
health providers and said, “I did have a therapist that I went 
to for a while, and then we switched to a different therapist 
and this young lady was like, ‘Oh, you’re so inspirational.’ 
No, I don’t need that right now. Not from a therapist.”

Another woman wanted more assessments from clinical 
staff after completing active treatment. She said, “[We need 
to] have more check-ins after active treatment because I do 
feel like it’s kind of like you’re just kind of left to fend for 
yourself at some point, and that’s scary.” During one particu-
lar focus group a woman described her involvement with a 
peer survivors group which was incredibly beneficial for her 
mental health. One woman adopted that concept and 

proposed a program directed by a nurse navigator. She said, 
“I think that that would have been a huge thing. . . if the 
nurse navigator said, ‘Hey, I’m going to hook you up with, if 
it’s okay with you, of course, there’s somebody who would 
love to talk to you. She’s a year ahead of you and answers 
some real-life questions for you.’”

Content needed. Sexual health communication from pro-
viders relating to body image, vaginal dryness, and sex drive 
was the most recommended areas of needed content. One 
woman talked specifically about vaginal dryness being an 
issue and the resulting impact on a relationship. She stated, 
“I think [vaginal dryness] is a real concern for women. . . 
[it’s] a big piece of the puzzle that, I don’t even know if 
my husband really knows much of that I’m going to be on 
menopause and that life could be different.” She realized the 
potential impact of this and stated, “It really could wreak 
havoc on a relationship.” Another woman explicitly said how 
she wanted more sexual health communication. “I feel like 
that’s something that I wish there was more of. I just feel like 
it’s not talked about really that much.” She later laughed and 
said with some frustration, “I mean who really wants to say, 
“Hey, whenever you have breast cancer you’re not going to 
have a sex drive and your vagina’s going to be dry.”

Discussion

This study explored the needs of young women breast cancer 
survivors transitioning from active treatment and into survi-
vorship. Our findings highlighted areas where women in this 
study felt particularly underprepared navigating the physical 
effects of brain fog, weight gain, and sexual changes. These 
concerns are consistent with the literature,39-42 and multiple 
efforts have been made to improve not only the communica-
tion about the areas but also to mitigate the effects of these 
changes. The participants in our study explicitly described 
brain fog (ie, chemo brain or cognitive impairment) as one of 
the most challenging physical changes following active 
treatment. Much of the literature included descriptive studies 
where breast cancer survivors described both the emotional 
toll of cognitive impairment and the accompanying strate-
gies (eg, using daily calendars, making prompts) used to 
overcome the effects.43,44 Mindfulness-based interventions 
have demonstrated some significant results in reducing cog-
nitive impairment overall for breast cancer survivors,45,46 but 
some of the outcomes did not distinguish between different 
components of cognitive function.47

Our participants described their frustrations with weight 
gain, which was, and continues to be, a heavily researched 
area. The most effective physical activity interventions to 
combat weight gain in breast cancer survivors included a 
combination of physical activity, diet, and cognitive behav-
ioral therapy.48,49 While these interventions demonstrated 
significant success for breast cancer survivors,50,51 not all 
women had access to such interventions and may have felt 
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isolated in their attempts to manage their weight. Furthermore, 
communication and prioritization about the anticipated 
changes in weight was subject to the discretion of the oncol-
ogy team and subject to each woman’s individual treatment 
plan. Thus, reducing weight or managing weight gain may 
not have been a priority of care over improving overall health 
outcomes.

Another area in which our participants described feeling 
ill-prepared for was sexual health. We define sexual health 
broadly as related to sexual satisfaction, vaginal dryness, and 
body image. Sexual health remains one of the most frequent 
unmet needs for young breast cancer survivors.39-41 The 
physical changes (eg, vaginal dryness, dyspareunia) coupled 
with the psychosocial effects of decreased libido and changes 
in body image can have devastating effects on a woman’s 
satisfaction.48 Further, endocrine therapy commonly pre-
scribed in survivorship can sustain these effects hindering a 
woman’s quality of life and sexual satisfaction. Unfortunately, 
many women and oncology care team members do not initi-
ate conversation surrounding sexual health despite women’s 
desires to communicate about this topic.52,53 Our results 
reflect this lack of communication.

Some interventions are designed to improve the commu-
nication process between patients and oncology team mem-
bers, whereas others directly target women’s sexual health in 
survivorship. Reese et al and colleagues created an interven-
tion targeting oncologists and advanced practice providers’ 
communication skills with breast cancer survivors surround-
ing sexual health concerns. Results indicated that providers’ 
understanding of their patients’ sexual health needs improved 
as well as providers’ comfort in communicating about sensi-
tive topics.54 Sella et al and colleagues took a different 
approach by targeting their web-based intervention specifi-
cally to young breast cancer survivors. The intervention was 
designed to improve self-management of symptoms among 
breast cancer survivors and covered topics from stress and 
mindfulness to weight management. More than 90% of par-
ticipants sought information about sexual health, and one-
third of the participants reported that the intervention 
improved their communication with providers although the 
content area of communication was not disclosed.24 
Regardless of the approach used to improve sexual health 
among breast cancer survivors, communication between 
young women and oncology team members is critical.

Aside from the physical changes described by the young 
breast cancer survivors, reducing the emotional toll from 
experiences in active treatment and into survivorship remains 
a critical area of need. Our participants reflected on the con-
tinued grief tied to losing their identities (ie, concepts of self 
before cancer) and often had difficulty defining their “new 
selves” (ie, a young woman who experienced cancer). The 
loss of purpose associated with ending cancer treatment is 
frequently seen for patients with other cancers.55,56 As such, 
peer support groups are effective methods to assist breast 
cancer survivors with these internal challenges,57 but young 

women may have difficult accessing these resources while 
juggling family and careers. Oncology care team members 
will need to recommend support groups with virtual options 
to attend.

Lastly, our participants described the onset of depression 
and anxiety when they transitioned into survivorship. The 
shock and onset of depression and anxiety at the conclusion 
of treatment commonly described in the literature,58,59 and 
evidence shows significant association between younger 
women and depression and anxiety.60,61 Interventions rang-
ing from a range of mindfulness meditation and survivorship 
education to cognitive behavioral therapy have demonstrated 
effectiveness at reducing symptoms of depression and 
anxiety for young breast cancer survivors.56,62,63 However, 
some studies excluded women who were already practicing 
mindfulness.62 Given the increase in mindfulness among 
young women, further research may need to include women 
who already have a standard practice of mindfulness and 
other self-care practices (meditation, yoga, breath work).

Clinical Implications

The transition from active treatment and into survivorship is 
marked by a period of uncertainty. The external (physical) 
and internal (emotional) changes noted in the transition are 
burdensome for young breast cancer survivors. The oncol-
ogy team with whom the survivors have an established rela-
tionship is crucial in facilitating this transition for young 
women; however, the communication process can sometimes 
fall short. Oncology team members may need to teach more 
about what to expect in survivorship and provide numerous 
written and digital resources for patients before concluding 
active treatment. Despite the efforts of the oncology team, 
young survivors’ ability to learn and prepare for the next 
phase in the cancer care continuum can be hindered. As in 
the cancer journey metaphor,64 young women may be too 
focused on reaching the end goal of “ringing the bell” of 
active treatment and are not mentally and emotionally pre-
pared to learn about the upcoming stages. As a result, com-
munication about the upcoming changes need to be threaded 
throughout from active treatment into survivorship visits and 
well into the longer permanent survivorship stage (more than 
5 years post treatment).

Limitations

Several limitations within this study should be noted. First, 
our sample includes mostly White women who were mar-
ried, highly educated, and comfortable using technology. 
Our findings may not be reflective of other women’s experi-
ences particularly those of different racial, social, and edu-
cational backgrounds. Second, our sample includes 33 
young women breast cancer survivors and due to the nature 
of a qualitative descriptive study, our findings are not gen-
eralizable to the larger population. However, we reached 
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data saturation, and our conclusions are supported in the lit-
erature. Third, we did not collect specific ages of our partici-
pants. Instead, we relied on the inclusion criteria of the age 
range of 18 to 45 for women to self-select to participate in 
the study. Fourth, the young women in our study reflected on 
their experiences within the last 5 years. They may not have 
fully processed the trauma of their cancer experience, and 
their feedback may be biased as a result. Fifth, the focus 
groups were conducted within the first year of the COVID-
19 pandemic. The timing of the data collection and pandemic 
may have affected women’s abilities to access resources like 
in-person support groups or peer-led physical activity ses-
sions. The drastic change in accessibility to services may 
have negatively impacted their experiences in the transition 
into survivorship.

Future research should be centered on asking young 
women to reflect on topics which they have downplayed to 
providers initially in the early survivorship phase. Additional 
perspective of time may provide valuable insight to the needs 
of young women transitioning from active treatment and into 
survivorship.

Acknowledgments

Dr. Parker would also like to acknowledge the guidance provided 
during preparation of this manuscript made possible by the Center 
for Childhood Obesity Prevention funded by the National Institute 
of General Medical Sciences of the National Institutes of Health 
under Award Number P20GM109096 (Arkansas Children’s 
Research Institute, PI: Weber). She would also like to thank Heidi 
Charton, BA for her assistance with this project, Dr. James V. 
Parker, Jr, EdD, JD, for his editing assistance, and most of all, the 
participants in this study.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with respect 
to the research, authorship, and/or publication of this article.

Funding

The author(s) disclosed receipt of the following financial support 
for the research, authorship, and/or publication of this article: Dr. 
Parker is currently supported by the University of Arkansas for 
Medical Sciences Translational Research Institute (TRI) grants 
KL2TR003108 and UL1TR003107 through the National Center for 
Advancing Translational Sciences of the National Institutes of 
Health (NIH) and Arkansas Breast Cancer Research Program.

ORCID iD

Pearman D. Parker  https://orcid.org/0000-0003-1832-0945

References

 1. Cathcart-Rake EJ, Ruddy KJ, Bleyer A, Johnson RH. Breast 
cancer in adolescent and young adult women under the age of 
40 years. J Oncol Pract. 2021;17(6):305-313.

 2. Partridge AH, Goldhirsch A, Gelber S, Gelber RD. Breast can-
cer in younger women. In: Harris JR, Lippman ME, Morrow M, 

Osborne CK (eds) Diseases of the Breast. Lippincott Williams 
& Wilkins; 2014:820-900.

 3. Menen RS, Hunt KK. Considerations for the treatment  
of young patients with breast cancer. Breast J. 2016;22(6): 
667-672.

 4. Howard-Anderson J, Ganz PA, Bower JE, Stanton AL. Quality 
of life, fertility concerns, and behavioral health outcomes in 
younger breast cancer survivors: a systematic review. J Natl 
Cancer Inst. 2012;104(5):386-405.

 5. Korde LA, Partridge AH, Esser M, Lewis S, Simha J, Johnson 
RH. Breast cancer in young women: Research priorities. A 
report of the Young Survival Coalition Research Think Tank 
meeting. J Adolesc Young Adult Oncol. 2015;4(1):34-43.

 6. Cohee AA, Adams RN, Johns SA, et al. Long-term fear of 
recurrence in young breast cancer survivors and partners. 
Psychooncology. 2017;26(1):22-28.

 7. Fergus K, Ahmad S, McLeod DL, et al. Couplelinks - an online 
intervention for young women with breast cancer and their 
male partners: study protocol for a randomized controlled trial. 
Trials. 2015;16:33.

 8. Aybar DO, Kılıc SP, Çınkır HY. The effect of breathing exer-
cise on nausea, vomiting and functional status in breast can-
cer patients undergoing chemotherapy. Complement Ther Clin 
Pract. 2020;40:101213.

 9. Beaver CC, Magnan MA. Managing chemotherapy side effects: 
achieving reliable and equitable outcomes. Clin J Oncol Nurs. 
2016;20(6):589-591.

 10. Lucas AS, Lacouture M, Schneider SM. Radiation dermatitis: 
A prevention protocol for patients with breast cancer. Clin J 
Oncol Nurs. 2018;22(4):429-437.

 11. Bell RJ. Ringing the bell and then falling off a cliff . . . life 
after cancer. Climacteric. 2019;22(6):533-534.

 12. Williams PA, Hu J, Yang D, Cao S, Jennelle RL. The cancer 
bell: too much of a good thing? Int J Radiat Oncol Biol Phys. 
2019;105(2):247-253.

 13. Moore HCF. Breast cancer survivorship. Semin Oncol. 
2020;47(4):222-228.

 14. Rosedale M. Survivor loneliness of women following breast 
cancer. Oncol Nurs Forum. 2009;36(2):175-183.

 15. Centers for Disease Control and Prevention. Cancer survivors. 
2020.

 16. National Cancer Institute. Facing forward: Life after cancer 
treatment. Published 2018. Accessed June 5, 2022. https://www.
cancer.gov/publications/patient-education/facing-forward.

 17. Barr K, Hill D, Farrelly A, Pitcher M, White V. Unmet infor-
mation needs predict anxiety in early survivorship in young 
women with breast cancer. J Cancer Surviv. 2020;14(6): 
826-833.

 18. Ruddy KJ, Greaney ML, Sprunck-Harrild K, Meyer ME, 
Emmons KM, Partridge AH. Young women with breast can-
cer: A focus group study of unmet needs. J Adolesc Young 
Adult Oncol. 2013;2(4):153-160.

 19. Ruddy KJ, Greaney ML, Sprunck-Harrild K, Meyer ME, 
Emmons KM, Partridge AH. A qualitative exploration of sup-
ports and unmet needs of diverse young women with breast 
cancer. J Community Support Oncol. 2015;13(9):323-329.

 20. Vuksanovic D, Sanmugarajah J, Lunn D, Sawhney R, Eu K, 
Liang R. Unmet needs in breast cancer survivors are common, 
and multidisciplinary care is underutilised: The Survivorship 

https://orcid.org/0000-0003-1832-0945
https://www.cancer.gov/publications/patient-education/facing-forward
https://www.cancer.gov/publications/patient-education/facing-forward


Parker et al. 11

Needs Assessment Project. Breast Cancer. 2021;28(2): 
289-297.

 21. Pirschel C. Caring for patients through all levels of survivor-
ship. In. ONS Voice; 2018.

 22. Pan K, Hurria A, Chlebowski RT. Breast cancer survivorship: 
State of the science. Breast Cancer Res Treat. 2018;168(3): 
593-600.

 23. Bower JE, Crosswell AD, Stanton AL, et al. Mindfulness 
meditation for younger breast cancer survivors: A randomized 
controlled trial. Cancer. 2015;121(8):1231-1240.

 24. Sella T, Snow C, Freeman H, Poorvu PD, Rosenberg SM, 
Partridge AH. Young, empowered and Strong: A web-based 
education and supportive care intervention for young women 
with breast cancer across the care continuum. JCO Clin Cancer 
Inform. 2021;5:933-943.

 25. Gudenkauf LM, Ehlers SL. Psychosocial interventions in 
breast cancer survivorship care. Breast. 2018;38:1-6.

 26. Jassim GA, Whitford DL, Hickey A, Carter B. Psychological 
interventions for women with non-metastatic breast cancer. 
Cochrane Database Syst Rev. 2015;5:CD008729.

 27. Matthews H, Grunfeld EA, Turner A. The efficacy of inter-
ventions to improve psychosocial outcomes following surgical 
treatment for breast cancer: A systematic review and meta-
analysis. Psychooncology. 2017;26(5):593-607.

 28. McSweeney JC, Boateng B, James L, et al. Developing and 
launching a research participant registry. Health Commun. 
2019;34(10):1159-1165.

 29. UAMS Translational Research Institute. ARResearch. 
Published 2021. Accessed April 2022.https://arresearch.org

 30. Parker PD, McSweeney JC, Hadden KB, Hess KG. Revising 
recruitment for focus groups to meet shifting needs during 
COVID-19. Nurs Res. 2022;71(2):158-163.

 31. Harris PA, Taylor R, Thielke R, Payne J, Gonzalez N, Conde 
JG. Research electronic data capture (REDCap)–a metadata-
driven methodology and workflow process for providing 
translational research informatics support. J Biomed Inform. 
2009;42(2):377-381.

 32. Zoom [computer program]. 2022.
 33. Lein C, Wills CE. Using patient-centered interviewing skills 

to manage complex patient encounters in primary care. J Am 
Acad Nurse Pract. 2007;19(5):215-220.

 34. Creswell JW. Qualitative Inquiry and Research Design: 
Choosing Among Five Approaches, 3rd ed. SAGE Publications, 
Inc; 2013.

 35. Lincoln Y, Guba E. Naturalistic Inquiry. SAGE; 1985.
 36. MAXQDA 2020 [computer program]. VERBI Software; 2019.
 37. Braun V, Clarke V. Using thematic analysis in psychology. 

Qual Res Psychol. 2006;3(2):77-101.
 38. Speziale HJS, Carpenter DR. Qualitative Research in Nursing, 

3rd ed. Lippincott Williams & Wilkins; 2003.
 39. Black KZ, Eng E, Schaal JC, et al. The other side of through: 

Young breast cancer survivors' spectrum of sexual and 
reproductive health needs. Qual Health Res. 2020;30(13): 
2019-2032.

 40. Gorman JR, Drizin JH, Smith E, Flores-Sanchez Y, Harvey 
SM. Patient-centered communication to address young adult 
breast cancer survivors' reproductive and sexual health con-
cerns. Health Commun. 2021;36:1743-1758.

 41. Marsh S, Borges VF, Coons HL, Afghahi A. Sexual health 
after a breast cancer diagnosis in young women: Clinical 

implications for patients and providers. Breast Cancer Res 
Treat. 2020;184(3):655-663.

 42. Reese JB, Sorice K, Lepore SJ, Daly MB, Tulsky JA, Beach 
MC. Patient-clinician communication about sexual health in 
breast cancer: A mixed-methods analysis of clinic dialogue. 
Patient Educ Couns. 2019;102(3):436-442.

 43. Henderson FM, Cross AJ, Baraniak AR. A new normal with 
chemobrain': Experiences of the impact of chemotherapy-
related cognitive deficits in long-term breast cancer survivors. 
Health Psychol Open. 2019;6(1):2055102919832234.

 44. Selamat MH, Loh SY, Mackenzie L, Vardy J. Chemobrain 
experienced by breast cancer survivors: A meta-ethnography 
study investigating research and care implications. PLoS One. 
2014;9(9):e108002.

 45. Myers JS, Mitchell M, Krigel S, et al. Qigong intervention for 
breast cancer survivors with complaints of decreased cognitive 
function. Support Care Cancer. 2019;27(4):1395-1403.

 46. Van der Gucht K, Ahmadoun S, Melis M, et al. Effects of 
a mindfulness-based intervention on cancer-related cogni-
tive impairment: results of a randomized controlled func-
tional magnetic resonance imaging pilot study. Cancer. 2020; 
126(18):4246-4255.

 47. Cifu G, Power MC, Shomstein S, Arem H. Mindfulness-based 
interventions and cognitive function among breast cancer sur-
vivors: A systematic review. BMC Cancer. 2018;18(1):1163.

 48. Franzoi MA, Agostinetto E, Perachino M, et al. Evidence-
based approaches for the management of side-effects of adju-
vant endocrine therapy in patients with breast cancer. Lancet 
Oncol. 2021;22(7):e303-e313.

 49. Shaikh H, Bradhurst P, Ma LX, Tan SYC, Egger SJ, Vardy 
JL. Body weight management in overweight and obese 
breast cancer survivors. Cochrane Database Syst Rev. 2020; 
12(12):Cd012110.

 50. Santa-Maria CA, Coughlin JW, Sharma D, et al. The effects of 
a remote-based weight loss program on adipocytokines, meta-
bolic markers, and telomere length in breast cancer survivors: 
the POWER-Remote Trial. Clin Cancer Res. 2020;26(12): 
3024-3034.

 51. Winkels RM, Sturgeon KM, Kallan MJ, et al. The women in 
steady exercise research (WISER) survivor trial: the innova-
tive transdisciplinary design of a randomized controlled trial 
of exercise and weight-loss interventions among breast cancer 
survivors with lymphedema. Contemp Clin Trials. 2017;61: 
63-72.

 52. Reese JB, Sorice KA, Zimmaro LA, Lepore SJ, Beach MC. 
Communication about sexual health in breast cancer: What can 
we learn from patients' self-report and clinic dialogue? Patient 
Educ Couns. 2020;103(9):1821-1829.

 53. Reese JB, Beach MC, Smith KC, et al. Effective patient-
provider communication about sexual concerns in breast can-
cer: A qualitative study. Support Care Cancer. 2017;25(10): 
3199-3207.

 54. Reese JB, Sorice KA, Pollard W, et al. Efficacy of a multime-
dia intervention in facilitating breast cancer patients' clinical 
communication about sexual health: results of a randomized 
controlled trial. Psychooncology. 2021;30(5):681-690.

 55. Palmer-Wackerly AL, Dailey PM, Krok-Schoen JL, Rhodes 
ND, Krieger JL. Patient perceptions of illness identity in 
cancer clinical trial decision-making. Health Commun. 
2018;33(8):1045-1054.

https://arresearch.org


12 INQUIRY

 56. Yi JC, Syrjala KL. Anxiety and depression in cancer survivors. 
Med Clin North Am. 2017;101(6):1099-1113.

 57. Hu J, Wang X, Guo S, et al. Peer support interventions for 
breast cancer patients: A systematic review. Breast Cancer Res 
Treat. 2019;174(2):325-341.

 58. Knaul FM, Doubova SV, Gonzalez Robledo MC, et al. Self-
identity, lived experiences, and challenges of breast, cervi-
cal, and prostate cancer survivorship in Mexico: A qualitative 
study. BMC Cancer. 2020;20(1):577.

 59. Maass SW, Roorda C, Berendsen AJ, Verhaak PF, de Bock 
GH. The prevalence of long-term symptoms of depression and 
anxiety after breast cancer treatment: A systematic review. 
Maturitas. 2015;82(1):100-108.

 60. Boing L, Pereira GS, Araújo CDCR, et al. Factors associated 
with depression symptoms in women after breast cancer. Rev 
Saude Publica. 2019;53:30.

 61. Doege D, Thong MSY, Koch-Gallenkamp L, et al. Age-
specific prevalence and determinants of depression in long-
term breast cancer survivors compared to female population 
controls. Cancer Med. 2020;9(22):8713-8721.

 62. Bower JE, Partridge AH, Wolff AC, et al. Targeting depressive 
symptoms in younger breast cancer survivors: the Pathways to 
wellness randomized controlled trial of mindfulness medita-
tion and survivorship education. J Clin Oncol. 2021;39(31): 
3473-3484.

 63. Price-Blackshear MA, Pratscher SD, Oyler DL, et al. Online 
couples mindfulness-based intervention for young breast can-
cer survivors and their partners: A randomized-control trial.  
J Psychosoc Oncol. 2020;38(5):592-611.

 64. Harrington KJ. The use of metaphor in discourse about can-
cer: A review of the literature. Clin J Oncol Nurs. 2012;16(4): 
408-412.


