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Abstract

Rationale: Intimate partners and other informal caregivers provide unpaid tangible, emotional,
and decision-making support for patients with cancer, but relatively little research has investigated
the cancer experiences of sexual minority women (SMW) with cancer and their partners/
caregivers.

Objective: This review centered on 4 questions: 1) What social support do SMW with cancer
receive from partners/caregivers? 2) What effect does cancer have on intimate partnerships or
caregiving relationships of SMW with cancer? 3) What effects does cancer have on partners/
caregivers of SMW with cancer? 4) What interventions exist to support partners/caregivers of
SMW or to strengthen the patient-caregiver relationship?
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Method: This systematic review, conducted in 2018 and updated in 2020, was based on Preferred
Reporting Items for Systematic Reviews and Meta-Analyses guidelines. Two independent coders
screened abstracts and articles.

Results: 550 unique records were screened; 42 articles were assessed for eligibility, and 18 were
included in a qualitative synthesis. Most studies were U.S.-based, involved breast cancer, included
intimate partners, had primarily white/Caucasian samples, and were cross-sectional. Sexual
minority female participants reported that partners/caregivers often provide important social
support, including emotional support, decision-making support, and tangible support. Effects of
cancer on relationships with partners/caregivers were mixed, with some studies finding
relationships remained stable and others finding cancer either increased closeness or disrupted
relationships. Participants reported partners/caregivers often experience distress and may
experience discrimination, discomfort disclosing sexual orientation, and a lack of sexual minority-
friendly services. No studies involved an intervention targeting partners/caregivers or the dyadic
relationship.

Conclusion: More work is needed to understand SMW with cancers other than breast cancer,
and future work should include more racially, ethnically, and economically diverse samples.
Longitudinal research will allow examination of patterns of mutual influence and change in
relationships. These steps will enable development of interventions to support SMW with cancer
and people close to them.

Keywords

Sexual minority women; cancer; cancer survivorship; caregiving; dyadic research; systematic
review

The Social Context of Cancer for Sexual Minority Women: A Systematic
Review

Researchers and clinicians have conceptualized cancer as a “family affair” that affects both
patients and people close to them (Institute of Medicine, 2005, Kent et al., 2016, Porter and
Dionne-Odom, 2017). Intimate partners, other family members, and friends often serve as
informal caregivers for patients with cancer by providing unpaid tangible, emotional, and
decision-making support (Arora et al., 2007, Kayser and Scott, 2008, Kent et al., 2016). As
the number of cancer survivors and caregivers continues to grow, it is increasingly important
to understand and support patients and patient-caregiver dyads who are diverse along a
variety of dimensions, including sexual orientation (Kent et al., 2016). A report from the
National Academies of Sciences, Engineering, and Medicine recommended explicitly and
consistently addressing the needs of diverse families when developing supports and policies
for caregivers (National Academies of Sciences and Medicine, 2016).

Intimate partnerships (typically indicated by marriage status or “marriage-like” partnerships)
often provide important support to women with cancer, although most observational and
interventional dyadic research in the context of cancer has involved samples in which
heterosexuality is assumed or sexual orientation is not addressed (Dorros et al., 2010, Kim et
al., 2008, Litzelman and Yabroff, 2015). Being married has been linked to earlier breast
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cancer diagnosis and a lower rate of breast cancer-related mortality (Hinyard et al., 2017,
Osborne et al., 2005). Findings from married, heterosexual couples and other patient-
caregiver pairs in which one member has cancer or another chronic disease have shown that
patients’ and caregivers’ health and wellbeing are interconnected (Dorros et al., 2010, Kim
et al., 2008, Litzelman and Yabroff, 2015, Litzelman et al., 2016, Valle et al., 2013).
Experiencing cancer as a couple may lead patients and partners to report increased feelings
of closeness (Dorval et al., 2005, Drabe et al., 2013), but partners and other informal
caregivers may also face distress and physical burdens due to cancer caregiving (Kim et al.,
2015a, Kim et al., 2015b, Kim and Given, 2008). Such findings have led to the development
of psychosocial dyadic interventions for cancer patients and their partners or other informal
caregivers (Northouse et al., 2010, Regan et al., 2012, Rush et al., 2015).

It is unclear whether findings in heterosexual women can be generalized to sexual minority
women (SMW), especially given research showing the effects of gender roles on health in
heterosexual partnerships. A meta-analysis of distress in (presumed heterosexual) couples in
which one member had cancer found that women exhibited greater distress than their male
partners, regardless of role (patient vs. partner); the authors note that it would be
inappropriate to assume findings from their review would hold true in same-gender
partnerships (Hagedoorn et al., 2008). Prior research comparing the “health behavior work”
(i.e., activities to promote a partner’s positive health behaviors) in heterosexual, lesbian, and
gay couples found that lesbian and gay couples were more likely to engage in “cooperative
health behavior work” (both partners taking care of each other’s health) rather than relying
on gendered assumptions about women’s role as caretakers (Reczek and Umberson, 2012).
SMW often build their own social and community ties, and they may be more likely to enjoy
intimate partnerships free of predefined roles such as the patriarchal power structures and
gender roles often assumed in heterosexual relationships (Riggle et al., 2008). At the same
time, the social worlds of SMW are often shaped by social stigma (Meyer, 2007), family and
social rejection (Meyer, 2007, Ryan et al., 2009), and, for bisexual women, difficulties in
maintaining intimate partnerships (Klesse, 2011, Li et al., 2013). General social support may
be particularly difficult to obtain for bisexual women who experience stigma in both gay/
leshian and heterosexual communities (Balsam and Mohr, 2007, Mitchell et al., 2015).

Minority stress theory is often used to explain health impacts of this social context uniquely
faced by minority populations (Meyer, 1995, Meyer, 2003, Meyer, 2007). This theory
postulates that social support from accepting family, friends, and community is a buffer to
discrimination experienced externally (e.g., violence, rejection) and internally (i.e.,
internalized homophobia) (Meyer, 2003). Most SMW seek and create their own
communities of acceptance and support through partners and with the larger sexual and
gender minority community (Dewaele et al., 2011, Gabrielson, 2011). Studies on the social
worlds of SMW demonstrate the significance of social relationships, particularly family of
origin (Heiden-Rootes et al., 2019) and intimate partnerships (Otis et al., 2006) for
predicting positive mental health for SMW. Further, the relationship between mental health
and intimate partnerships seems to be bidirectional, with more minority stress, as measured
by stigma and internalized homophobia, predicting increased conflict, violence (Balsam and
Szymanski, 2005), and decreased relationship satisfaction (Frost and Meyer, 2009). This
seems to be a recursive process whereby minority stress impacts social relationships and
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social relationships impact degree of felt stress. It is unclear, however, how this process
unfolds for SMW who face cancer.

Limited research has examined the experiences of SMW along the cancer prevention and
control continuum. Some research exists on cancer screening (e.g., Brown and Tracy, 2008,
McElroy et al., 2015) and on cancer risk, prevalence, or incidence (Blosnich et al., 2016,
Cochran et al., 2001, Fredriksen-Goldsen, Hoy-Ellis, & Brown, 2015, Meads and Moore,
2013, Trinh et al., 2017, Valanis et al., 2000), although the lack of any cancer registry
systematically collecting information on sexual minority status limits the generalizability of
the current findings. In terms of mental health outcomes, a recent review found few
differences among SMW with cancer compared to heterosexual women with cancer, but the
authors advised interpreting these findings with caution due to the small number of included
studies (Gordon et al., 2019). Even less is known about the supportive relationships of SMW
in the context of cancer survivorship, despite the fact that social support from diagnosis to
post-treatment appears to be significantly associated with cancer progression and outcome,
particularly for female patients with breast cancer (Nausheen et al., 2009). Although prior
reviews examining the cancer care experiences of sexual minority women have touched on
social support conceived broadly (Hill and Holborn, 2015, Kent et al., 2019, Lisy et al.,
2018) none has focused on partners/caregivers in particular or the dyadic relationship
between patients and partners/caregivers.

This systematic review was designed to examine the research about the support SMW
receive from their partners or other informal caregivers, as well as the impact of cancer on
partners/caregivers and the dyadic relationship. The review was focused on four research
questions:

1 What social support do SMW with cancer receive from intimate partners or
informal caregivers?

2. What effect does cancer have on the intimate partnerships or informal caregiving
relationships of SMW with cancer?

3. What effects does cancer have on the mental health, physical health, and/or
quality of life of intimate partners or informal caregivers of SMW with cancer?

4, What interventions have been developed to support intimate partners or informal
caregivers of SMW or to strengthen the patient-caregiver dyad?

The authors adhered to the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines in the search process and in the reporting of results (Moher
et al., 2009). The search strategy was developed and conducted in stages. First, initial
meetings were held by three authors (TT, KHR, and MJ), one of whom (MJ) is a research
librarian, to review preliminary research questions and draft literature search parameters.
Next, preliminary searches were conducted in a range of databases (C/INAHL. Cumulative
Index to Nursing and Allied Health Literature. Cochrane Database of Systematic Reviews,
Medline, PsycINFO, Social Work Abstracts, Social Services Abstracts and Sociological
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Abstracts) to identify research articles about the experiences of SMW with cancer, including
the effects of cancer on intimate partners/informal caregivers of SMW; the effects of cancer
on relationships in SMW with cancer; and the effectiveness of interventions developed to
support intimate partners/informal caregivers of SMW with cancer. The initial research
topics included Research Questions 2-4 above; because a preliminary review of the search
results suggested that limited empirical research addressed those questions, the review was
broadened to include Research Question 1 as well.

The results of the preliminary searches showed Medline and PsycINFO to be the dominant
databases for this review, with other databases yielding primarily duplicates. Potential search
terms for each database were evaluated to ensure topical coverage. Official database subject
terms were applied when available in databases having internal vocabulary structures;
otherwise, keyword searches were conducted. Terms were used to search for the five most
commonly diagnosed non-skin cancers among women in the U.S. — breast, lungs/bronchus,
colon/rectum, uterine corpus, and thyroid (Siegel et al., 2019). Final searches were
conducted with Medline and PsycINFO between August 5 — October 5, 2018 by the research
librarian. Additional references (Figure 1, “Additional records identified through other
sources™) were identified by the first three authors by searching reference lists. Reference
lists of articles from the initial search results that seemed especially relevant to the research
questions were examined by hand, and a dissertation database (Dissertations & Theses
Global, 1996 — 2018) was searched to identify topical dissertations whose bibliographies
were examined for additional related publications.

An updated search was conducted by the research librarian on March 8, 2020. Based on
comments from anonymous reviewers, the updated search included broader search terms
(i.e., neoplasmand cancerin addition to site-specific cancers) as well an additional database
(CINAHL). See the Online Supplement for full search details of all 2018 and 2020 searches.

Inclusion and Exclusion Criteria

Articles that met the following criteria were included: (1) published in peer-reviewed
journals (including online advance publication) in English by March 2020, (2) described
empirical quantitative or qualitative research; (3) addressed one of the review questions: the
social support SMW with cancer receive from intimate partners or informal caregivers; the
effect of cancer on the intimate partnerships or informal caregiving relationships of SMW
with cancer; the effect of cancer on intimate partners or informal caregivers of SMW with
cancer; and the interventions that have been developed to support intimate partners/informal
caregivers of SMW or to strengthen the patient-caregiver dyad. If study samples included
both men and women with cancer, or both sexual minority and non-SMW, the articles were
required to analyze SMW separately to be included.

The following types of studies were excluded: Studies about cancer prevention or screening;
studies in which the majority of the sample had HIV-related cancers; studies of the
effectiveness of cancer treatments; case studies, review articles, or commentaries; and
studies that did not include at least one of the following: an assessment or exploration of
partner- or caregiver-specific social support for patients, quality of life (mental or physical
health) for caregivers/partners, or relationship outcomes.
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Data Analysis

After duplicate citations were removed, each abstract was reviewed independently by two
authors (TT, KHR, LJ, LAG, EA, CP, MB, JM) to determine which articles should be
included in the full text review. In the event of disagreement between reviewers, the first and
second authors made the final decision. Pairs of authors (TT, KHR, LJ, LAG) then
independently reviewed all full texts selected and determined whether they should be
included in the final analysis, with discrepancies again resolved through discussion by the
first and second authors. During the data extraction process, the first and second author
determined that one article that had been excluded at the abstract review stage should have
been included (Arena et al., 2007), and that one article that had been selected for data
extraction did not sufficiently address the research questions (Bazzi et al., 2018); these
changes were made and documented.

The first and second author developed a data extraction form, tested it independently on two
articles, made further modifications, and then used it to extract data from all articles.
Information on the form included sample size, inclusion/exclusion criteria, sample
characteristics, type(s) of cancer, any theory informing the research questions addressed by
the study (that is, a theory or framework described in either Introduction or Methods as
informing the research questions or study design), measures (for quantitative studies),
interview domains (for qualitative studies), the definition of “sexual minority” used by the
authors, the definition of partner/informal caregiver, study design and analytic methods,
findings, and limitations (both those noted by study authors and those noted by the research
team). Information about sample characteristics included age, race/ethnicity, and income;
when income was not available, another measure of socioeconomic status (SES; e.g.,
education, having private health insurance) was included if available. Measures listed in
Tables 1 and 2 include only those used in the extracted findings; many studies included other
measures that were not used in answering our research questions. The first and second
authors extracted data from all articles independently and then discussed their findings to
reach consensus.

In order to assess analytic rigor and potential for bias in studies that were primarily
observational and extremely heterogeneous in terms of methods, the authors modified four
items from the STrengthening the Reporting of OBservational Studies in Epidemiology
(STROBE) checklist (Von Elm et al., 2007) and the Standards for Reporting Qualitative
Research (SRQR) checklist (O’Brien et al., 2014). These items were assessed during data
extraction and discussed by the first and second author. The items were as follows: 1) The
authors describe the eligibility criteria and the sources, methods, and rationale of participant
selection; 2) The authors describe the characteristics of study participants (coded “yes” if the
authors provided information about age, race/ethnicity, and socioeconomic status); 3) The
authors describe and provide a rationale for their quantitative or qualitative analytic
methods; and 4) The authors discuss the limitations of the study, including sources of
potential bias or imprecision. The source of funding was also noted for all studies. The
potential for bias across studies was assessed by the first and second author after examining
data extraction results.
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A total of 890 records were identified through database searching, and 107 additional
records were identified through manual searching of several articles identified by the authors
as key references (see Figure 1 and Online Supplement). Once duplicates were removed
from the 997 records, 550 abstracts were screened, with 42 full-text articles assessed for
eligibility. A total of 18 articles are included in this qualitative synthesis. See Tables 1 and 2
for included studies.

Samples from several of the included studies overlapped, either completely or in part. The
cohort recruited by Boehmer and colleagues (described in (Boehmer et al., 2010, Boehmer
etal., 2011)) includes a sample of leshian and bisexual women analyzed in Boehmer,
Glickman, et al. (2013b), a subsample of whom were interviewed for a later qualitative study
(White and Boehmer, 2012). Some of the 167 patient-caregiver pairs included in Boehmer,
Tripodis et al. (2016) and Boehmer, Stokes, Bazzi et al., (2018) were recruited by re-
contacting participants from this cohort. In addition, Fobair et al. (2002) included a
subsample of participants from Fobair et al. (2001). Each article was analyzed as an
individual study because different variables and outcomes were examined in each analysis.

Characteristics of Included Studies

Most studies (12) were conducted in the United States; two were conducted in the United
Kingdom, and one was conducted in Canada. Three articles did not explicitly state the study
settings, but all three were conducted by United States-based research teams. The majority
of participants across studies were fairly high SES and employed. The samples were
dominated by participants (both patients and partners/caregivers) who self-identified as
white or Caucasian, despite efforts described by researchers in four studies to recruit more
racially/ethnically diverse participants (Boehmer et al., 2016, Bristowe et al., 2018,
Matthews et al., 2002, Sinding et al., 2007). When sexual orientation was identified in 11 of
the studies, leshian was the most common identity reported, followed by bisexual. Seven
studies did not specify sexual orientation and instead grouped participants under the
umbrella term “sexual minority women,” defining it broadly to include lesbian, bisexual, and
women partnered with women.

Fourteen of the 18 articles included SMW who had breast cancer; of those, 11 restricted
participation to exclude later stage or metastatic patients. The four articles that included
people with cancers other than breast cancer included two open to participants who had been
diagnosed with any type of cancer (Fish et al., 2019, Kamen et al., 2015), one that included
patients with “any advanced disease” (including 16 participants with cancer) (Bristowe et
al., 2018), and one with patients who had breast or gynecologic cancer (Sinding et al., 2007).

Intimate partners were the most common type of support person described. Most studies
(12) examined data from or about partners; one analyzed “unpaid caregivers” (Bristowe et
al., 2018), two analyzed “trusted others” (e.g., “their most important support person with
respect to their cancer care... other than their treating physician,” (p. 308) (Boehmer et al.,
2005, Boehmer et al., 2007), and three used multiple definitions that included both intimate
partners and caregivers (Boehmer et al., 2016, Boehmer et al., 2018, Matthews et al., 2002).
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Thirteen articles included data from patients with cancer only, and no articles included data
from partners/informal caregivers only. Five articles included data collected from both
patients and partners/informal caregivers, and four of those studies included dyadic analyses.

The majority of articles (12) did not make explicit mention of a theory or conceptual
framework underlying the research questions. In one study (Matthews et al., 2002), the
authors stated that they were deliberately using qualitative methods to generate hypotheses
without a theoretical or conceptual model. Of the six studies that included a theory or
conceptual framework informing the research questions, two (Boehmer et al., 2013b,
Boehmer et al., 2018) cited minority stress theory (Meyer, 1995), one (Boehmer et al., 2018)
cited the stress and coping framework (Lazarus and Folkman, 1984), one (Boehmer et al.,
2012) cited the conceptual framework for sexual functioning of breast cancer survivors
(Ganz et al., 1999), one (Bristowe et al., 2018) cited theories of palliative care (World Health
Organization, 2019), and one (Fish et al., 2019) cited the salutogenic model (Antonovsky,
1996).

Table 1 presents findings from quantitative studies, and Table 2 presents findings from
qualitative and mixed methods studies. Findings for our individual research questions are
discussed below.

Support Sexual Minority Women Receive from Partners/Caregivers

Many of the included studies indicated that partners and other informal caregivers provide
important social support for SMW with cancer (Bristowe et al., 2018, Matthews et al., 2002,
Paul et al., 2014, Sinding et al., 2007). SMW with cancer reported having an intimate
partner in the room when they received a cancer diagnosis more often than did gay and
bisexual men, and more SMW reported having a partner as part of their emotional support
team (Kamen et al., 2015). Several studies make clear that SMW’s female partners, in
particular, are a key source of emotional and instrumental support during the cancer journey
(Bristowe et al., 2018, Matthews et al., 2002, Paul et al., 2014), with partners helping
survivors manage their health, psychological distress, tangible needs (e.g., cooking, child
care), and constructing lives that are “pleasurable, forward-looking, and otherwise not
centered on breast cancer” (White and Boehmer, 2012) (p. 214).

There was evidence that the degree and type of support SMW experienced was affected by
factors such as relationship status (being partnered or not), nature of the relationship (e.g.,
partner or friend/family member), and degree of sexual orientation disclosure (“outness”).
Compared to other types of support people (e.g., friends, sisters, parents), partners were
more likely to find out details about treatment, share in decision making, express more
preferences about reconstruction, support adjustment to post-treatment bodies, and act as
advocates in medical contexts (Boehmer et al., 2007). Sexual orientation disclosure
(“outness”) seemed to affect the level of support that patients received from informal
caregivers. In a study of 30 sexual minority women with breast cancer and 24 support
persons (the majority of whom were partners), discordance in outness between patients and
their support person was related to higher mood disturbance among patients (Boehmer et al.,
2005). Similarly, a qualitative study that included nine partnered women with cancer
(primarily breast cancer) found fear of being outed could prevent patients from drawing on
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partner support in medical settings (Fish et al., 2019). In addition to support from current
partners, Paul et al. (2014) also found some SMW participants sought emotional and
tangible support from former same-sex partners.

Several studies suggested partnerships may provide unique or enhanced benefits to SMW. In
interviews, many SMW participants said they believed SMW in same-gender partnerships
had more support than heterosexual women, in part because respondents believed female
partners are more empathic and understanding than male partners, and female partners
shared physical similarities that could promote empathy; a smaller number, however,
reported not receiving adequate emotional support or communication from female partners
(Sinding et al., 2007). For bisexual and lesbian women, having a partner was associated with
better physical quality of life for both groups (Boehmer et al., 2013b); in contrast, being
separated, divorced, widowed, or never married was associated with lower anxiety (Boehmer
et al., 2013b). In that study, relationship status was not related to depressive symptoms
overall, but being partnered with a man was associated with worse mental health quality of
life compared to having no partner (Boehmer et al., 2013b).

Findings indicate that the effects of partnerships for SMW may vary depending on the
particular quality of life outcomes being studied. In a sample of breast cancer survivors,
leshian women were more likely than heterosexual women to being able to depend on
partners for help with day-to-day tasks and less likely to report their partners were too
demanding (Fobair et al., 2001). Boehmer and colleagues (Boehmer et al., 2013a) found
sexual orientation affected physical quality of life through interactions with partner status
such that the association between having a partner and better physical quality of life was
stronger for SMW than heterosexual women. In that sample, living with a partner was
associated with higher levels of anxiety, an association which was stronger for SMW than
for heterosexual women, but not being married was associated with more depressive
symptoms for both SMW and heterosexual women (Boehmer et al., 2013a).

Effect of Cancer on Relationships with Partners or Informal Caregivers

Many studies explored the effect of cancer on the relationship between SMW participants
and their partners or informal caregivers. Research questions included the quality and
stability of partnerships (Arena et al., 2007, Fobair et al., 2002, Paul et al., 2014), decision
making (Boehmer et al., 2007, Sinding et al., 2007), and sexual concerns (Arena et al., 2007,
Brown and McElroy, 2018). The relationship was often assessed based on the dyadic
influence of the partner or informal caregiver on the SMW with cancer, or in qualitative
interviews that posed retrospective questions about the nature of the relationship and the
effect of cancer.

Findings on stability and quality of relationships during and after cancer treatment for SMW
were inconsistent. The one longitudinal study (Fobair et al., 2002) described stability in
partner relationships over a one-year period for the two-thirds of women who were partnered
at the beginning of the study. In contrast, Paul et al. (2014) found seven out of thirteen SMW
described intimate partnerships being disrupted or dissolved during treatment for breast
cancer.
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For breast cancer patients in particular, decisions about surgery and reconstruction may
affect relationships. In a sample of SMW who underwent mastectomy, Boehmer, Linde, and
Freund (2007) found there was more concordance in decision making among patients and
intimate partners in couples in which the patient chose not to have reconstruction. Sinding et
al. (2007) reported some lesbian women believed not pursuing breast reconstruction was less
problematic for lesbians than for heterosexual women because they thought female partners
did not value breasts as much as male partners did; however, at least one SMW participant
reported she did not find that to be true in sexual encounters after her surgery.

Results suggest that breast cancer can have an effect on sexual aspect of relationships. In a
survey of SMW and transgender breast cancer survivors (Brown and McElroy, 2018),
participants reported in open-ended responses that treatment reduced interest in sex and
sexual frequency. Another study found that SMW breast cancer survivors reported
significantly lower levels of sexual concerns, physical appearance concerns, and sexual
disruption than did heterosexual female survivors; there were no significant differences
between the groups in patient reports of partners being bothered by the surgical scar
associated with cancer treatment (Arena et al., 2007).

Other studies examined relationship-level outcomes—including relationship satisfaction,
dyadic cohesion, and dyadic correlation in stress—and compared SMW to other groups.
Findings were mixed, although in many cases they indicated that relationship-level outcomes
were similar for SMW with cancer compared to heterosexual women with cancer. Arena et
al. (2007) found no significant differences between lesbian and heterosexual women with
cancer in relationship satisfaction, conflict, partner expressions of affection, and partner
reactions to threat to life. Boehmer et al. (2016) compared SMW and heterosexual women
with cancer and found no significant differences in self-reported dyadic cohesion and effect
of cancer on the patient-caregiver relationship. Comparisons between caregivers also
revealed no significant differences between the two caregiver groups in dyadic cohesion or
effect of cancer on the relationship; the majority of patients and caregivers reported that
cancer brought them closer (Boehmer et al., 2016). Bivariate analyses in a study of SMW
with breast cancer and SMW without breast cancer (Boehmer et al., 2012) demonstrated no
significant differences in self-reported dyadic cohesion or dyadic satisfaction, and, in
multivariate models, dyadic cohesion was a predictor of female sexual functioning. In
further analyses using the same dataset (Boehmer et al., 2018), survivor and caregiver stress
was significantly correlated overall; in stratified analyses, a significant positive correlation in
stress was observed between SMW and their caregivers but not between heterosexual
women and their caregivers. In dyads with SMW, caregiver stress was significantly
associated with patient stress, a pattern not present in dyads with heterosexual women
patients.

Effect of Cancer on Partners and Informal Caregivers

The included studies showed a range of effects of cancer on partners/caregivers including
feelings of distress, burden of caregiving (White and Boehmer, 2012), and isolation
(Bristowe et al., 2018). Sinding et al. noted that the physical similarity among female
partners and the cancer patients was seen as potentially distressing because it could make
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partners acutely aware of the physical changes that patients undergo during treatment
(Sinding et al., 2007). Boehmer et al. (2005) found that support people (79% partners, but
also friends and other family) for SMW with breast cancer had significantly lower perceived
support than the patients themselves. A comparison of caregivers for SMW and heterosexual
women found that caregiver stress did not differ between the two groups (Boehmer et al.,
2018). However, caregivers for SMW reported higher significant-other and friend support
than did caregivers for heterosexual women (Boehmer et al., 2016).

Several studies reported that partners/caregivers for SMW with cancer may be affected by
discrimination and lack of sexual minority-friendly services. Patients reported concern about
finding SMW-friendly support groups for partners (Bristowe et al., 2018, Paul et al., 2014).
Brown and McElroy (2018) found a sizable proportion of respondents (40%) reported that
their sexual or gender identity mattered in terms of obtaining support for them and their
partner. At the same time, the majority of lesbian women in partnered relationships
interviewed by Matthews et al. (2002) were satisfied with the emotional support their partner
received from medical providers, and all were satisfied with the inclusion of their partner in
medical decisions and the respect their partners received from medical staff. The degree to
which SMW with cancer are “out” may also affect their partners/caregivers. Boehmer et al.
(Boehmer et al., 2005) found that when SMW with breast cancer demonstrated lower levels
of disclosure about their sexual orientation, their support people partner/caregiver reported
more distress (Boehmer et al., 2005).

Interventions

Only one article (Fobair et al., 2002) involved an intervention, a 12-week intervention
delivering supportive/expressive group therapy to lesbian women with breast cancer. The
intervention was designed in part to address social relationships, but it did not target
partners/caregivers, and relationship-level outcomes were not reported.

Rigor and Potential for Bias

The included articles all described eligibility criteria adequately and discussed at least some
study limitations (Table 3). Most articles included information about study participants; the
most commonly omitted information was some characteristic related to SES (such as income
or educational attainment), which was not included in six of the studies. All articles provided
at least minimal description of analytic methods, but four quantitative studies provided no
rationale for the analytic methods that were chosen. Source of funding, which was disclosed
for all but one study, came primarily from government agencies and private foundations.

Several factors led to concerns about the risk of bias across studies regarding our outcomes
of interest, particularly related to generalizability of findings. First, all included studies used
convenience samples. Second, as noted above, those studies reporting socioeconomic
characteristics generally included participants with relatively high SES, and most
participants were white/Caucasian. Third, nearly all studies took place in the United States.
Taken together, these characteristics call into question whether results would hold in the
general population of SMW, either in the United States or elsewhere.
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The analytic methods used may also have led to bias. It is possible, for example, that the
face-to-face interviews and focus groups in many of the qualitative studies could have led to
social desirability bias. The small sample sizes in many of the quantitative studies, as well as
the use of multiple statistical tests and lack of preregistration of hypotheses, may have
affected precision of findings and biased studies toward positive results (Nosek et al., 2018,
Simmons et al., 2011). On the other hand, the authors deemed it unlikely that the sources of
funding (primarily government agencies and private foundations) exerted undue influence
over study findings or otherwise introduced systematic bias across studies.

Discussion

The studies we reviewed provide a first step toward understanding the social contexts of
SMW with cancer and the role played by intimate partners and informal caregivers. The
included studies show that partners and informal caregivers often provide crucial social
support for SMW with cancer. Partners and other caregivers often help patients manage
health and distress, provide tangible and decision-making support, and help survivors look to
the future. Some studies suggested that SMW may be advantaged in terms of receiving
support from female partners, but others showed comparable relationship-level outcomes
between SMW and heterosexual women. Partners/caregivers may face stressors themselves,
including isolation, discrimination, and a lack of inclusive services. Our results also point to
a lack of interventions that target partners/caregivers of SMW with cancer or the patient-
caregiver dyad.

Overall, these findings offer a strengths-based perspective on SMW'’s experiences in the
context of cancer. Many SMW women felt supported by their partners, which is consistent
with the literature showing intimate partnerships provide important support for SMW in the
general population (Riggle et al., 2008). Results are also consistent with findings among
heterosexual couples that a diagnosis of cancer may lead to increased closeness among many
women and their partners (Dorval et al., 2005, Drabe et al., 2013). At the same time, there
are suggestions that patients’ and partners’ status as SMW may affect services or support
available to them and that degree of “outness” (and discrepancies in outness) could affect
quality of life outcomes and relationships between patients and their partners/caregivers.

Although all the included studies answered at least some aspects of our research questions,
the heterogeneity of outcome variables (in quantitative studies) and research questions (in
qualitative studies) makes it difficult to draw definitive conclusions across studies. In
quantitative studies, a range of measures were used to assess relationship quality and quality
of life outcomes for both cancer patients and partners/caregivers, which makes comparison
across studies challenging. In qualitative studies, interviews covered a wide range of
domains. Although comparing SMW with cancer to other groups (e.g. heterosexual women
with cancer or SMW without cancer) was not the focus of our research questions, several
included studies were designed to test such comparisons; in addition, some participants in
qualitative studies drew explicit comparisons between their own experiences and the
perceived experiences of people in other groups. In other cases, however, studies were
primarily descriptive and did not include a comparison group. As research about SMW with
cancer advances, it will be important for researchers to converge on a key set of research
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questions and appropriate measures, especially measures that have been shown to be reliable
and valid in populations of SMW.

It is important to note that many of the samples from these articles overlapped. Eight of the
18 study teams included one researcher who has conducted groundbreaking work in the area
of SMW and cancer. Although it is certainly practical to re-contact respondents from hard-
to-reach populations who have shown a willingness to participate in research, the overlap in
these studies limits the conclusions that can be drawn about SMW in general. In future
work, it will be important to recruit new samples and expand the number of research teams
addressing these questions.

Although there was heterogeneity in terms of study domains and measures, many of the
included studies also shared certain characteristics. The majority of studies included patients
with non-metastatic breast cancer and were conducted in U.S. settings. Most studies also
involved samples that were predominantly white/Caucasian and well-educated. It is
unknown whether these findings would transfer to different contexts and populations. More
work is needed to recruit and assess patients with cancers other than breast cancer and
patients with metastatic disease; patients who are racially, ethnically, and economically
diverse; and patients outside of the U.S.

The included studies demonstrated methodological issues that may be cause for concern.
Relatively few studies described clear a priori hypotheses or research questions that were
explicitly grounded in theory, which means the work should be considered primarily
exploratory (Nosek et al., 2018). Several quantitative studies involved small samples, did not
adjust for multiple statistical tests (MVeazie, 2006), or used the same population to examine
several outcomes of interest. All but one of the studies were cross-sectional, which limits the
inferences that can be drawn. Qualitative studies included participants’ interpretations of the
effect of cancer on their lives, but determining the effects of cancer versus other life factors
would necessitate different study designs. Future research should assess additional elements
of distress including finances, employment, cancer-related physical symptoms, childcare,
and other co-morbidities for both patient and caregiver in order to provide a more nuanced
understanding of the social context of cancer care. Longitudinal research will be necessary
to examine the evolution of relationships, support, elements of distress, and patterns of
mutual influence over time in response to cancer. Such research could examine, for example,
whether relationship history and dynamics prior to cancer diagnosis predicts type and degree
of support after diagnosis, or whether factors such as degree of “outness” present prior to
diagnosis might influence the treatment process (i.e., having to “come out” to the medical
team and employers so the partner can be present for treatment decisions and procedures).

Moving forward, it will also be important to ground future work in theory and conduct
dyadic analyses. Only four of the included studies involved dyadic analyses, but in future
research it will be important to analyze outcomes for both members of a dyad. Elements
from Minority Stress Theory (e.g., analyzing distal and proximal stressors experienced due
to sexual orientation [Meyer, 2003]) could be integrated into existing dyadic theories of
couples and chronic disease, such as the Relationship Intimacy Model of Couple Adaptation
to Cancer (Manne and Badr, 2008) or the Developmental-Contextual Model of Couples
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Coping with Chronic Iliness (Berg and Upchurch, 2007). Doing so would leverage the
strengths of a dyadic perspective while also incorporating the particular stressors faced by
SMW.

Our systematic review has several strengths. The review team had broad, multidisciplinary
expertise and included a research librarian with extensive experience searching databases,
and we conducted independent/duplicate coding and data extraction. Our search was
expanded and updated in March 2020.

There are also limitations. Although we designed and conducted our search carefully, it is
possible that we may have missed research that addressed our study questions due to
reporting or publication bias; the decision to limit our search to articles published in English
may have led us to miss international work published in other languages. Many included
studies provided only partial information about our research questions. If studies included
both men and women with cancer, or both sexual minority and non-sexual-minority women,
our inclusion criteria called for data from SMW to be analyzed separately. In some cases,
that led us to rely on descriptive or bivariate analyses rather than multivariable models.
Although our research questions were framed as investigating the “effects” of cancer, the
cross-sectional nature of most included studies rendered definitive determinations of
causality impossible. In addition, the rigor of our review would have been enhanced by
preregistering our search protocol (e.g. on the International Prospective Register of
Systematic Reviews). Finally, the study team created our own measures of bias adapted from
prior work (Table 3), but two of these items showed little variability and were thus not useful
in differentiating studies from one another. The item assessing methods was rated as “met” if
the authors described their methods and provided a rationale, but it did not include our study
team’s evaluation of the appropriateness of those methods. If used in future work, these
items should be modified to ensure they are useful for assessing a heterogeneous group of
studies.

Despite these limitations, this systematic review provides an overview of the current state of
the science about the support SMW with cancer receive from partners/caregivers, the effect
of cancer on partners/caregivers, and the effect of cancer on the relationships of SMW and
partners/caregivers. It is clear that partners/caregivers provide important support to SMW
with cancer and also that the influence of cancer on the relationships of SMW is mixed.
SMW participants noted their partners/caregivers were at risk for distress, discrimination,
discomfort about disclosing sexual orientation, and lack of accessible services. The
directions for future research identified here will help chart an evolving research agenda that
can inform interventions and clinical practice and ensure that the needs of SMW with cancer
and their partners/caregivers are met.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Figure 1.
Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) flow

diagram of studies included in qualitative synthesis
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