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Abstract

Background: Chronic disease can influence family planning decisions, yet this remains under-researched in men.
Understanding voluntary childlessness and family planning in men with inflammatory bowel disease (IBD) is essential to
inform person-centered, disease-specific, and holistic support. A systematic synthesis of the published literature on child-
lessness and family planning in men with IBD was required to identify gaps in knowledge and inform future research,
policy, and clinical care.

Methods: Scoping review in accordance with the Joanna Briggs Institute guidance and reported in line with the PRISMA-
ScR checklist. MEDLINE, EMBASE, CINAHL, and Psychinfo were searched. Two reviewers independently screened and
selected relevant studies. Data were extracted, charted and then synthesized using the Patterns, Advances, Gaps,
Evidence for practice, and Research recommendations (PAGER) Framework.

Results: A total of 15 papers, reporting data from 1336 men with IBD were included in the review. The findings indicate
that IBD may influence men’s reproductive decision-making, with medication safety emerging as a key concern. Men also
appear to have poorer reproductive knowledge compared with women with IBD. Few studies have involved partners, and
the impact of IBD on partners remains largely undocumented.

Conclusions: This review highlights the significant lack of research, clinical guidance, and patient education regarding
men’s family planning decisions in the context of IBD. Men and their partners require tailored, disease-specific informa-
tion to support informed reproductive choices. Clinicians should recognize the potential impact of IBD on family planning
and provide clear guidance on fertility and treatment-related risks, ensuring that management decisions are aligned with
patients’ reproductive intentions.
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Lay Summary

This review examined research on childlessness in men with inflammatory bowel disease. Findings suggest the disease
can influence fatherhood decisions, and men have poorer reproductive knowledge than women. Accessible information is
needed, particularly regarding medication safety when planning a family.
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Introduction

Inflammatory bowel disease (IBD) is a relapsing-remitting,
immune-mediated condition of the gastrointestinal (GI) tract.
IBD commonly presents with bloody diarrhea, fecal urgency, ab-
dominal pain, malnutrition, and fatigue. It is common for people
with the disease to experience extra-intestinal manifestations
that affect the joints, eyes, skin, and liver. The pathogenesis of
IBD involves a complex interplay of genetic susceptibility, immu-
nopathogenic factors and environmental influences. The 2 most
common types of IBD are ulcerative colitis (UC) and Crohn’s dis-
ease (CD). There are over 4.9 million people across the world
with IBD! and an estimated 744,120 individuals with the disease
in the United Kingdom.? Peak incidence occurs between the
ages of 17 and 40 years® and therefore affects people when they
are likely to be making family planning decisions.
Approximately a quarter of people with IBD report having a
family member with the disease.” Overall lifetime risk of devel-
oping IBD for first-degree relatives is low (4.8-5.2% in people
with CD, 1.6% in people with UC), however the estimated risk for
the children with 2 parents with IBD is 33-52%.> Despite the he-
reditary component of IBD and the impact of the disease symp-
toms on an individual’s health and overall well-being, family

planning decisions in the context of IBD remain poorly under-
stood. A prior review found that 50% of IBD patients lack knowl-
edge about pregnancy-related issues.® One study involving
patients with CD demonstrated high demand for information on
the hereditary component of IBD.”

Childlessness, a term used to describe a person who does
not have children, is commonly divided into voluntary and invol-
untary with the latter term being used to describe medical
infertility. This binary division does not fully reflect how fertility
and parenthood decisions are multifaceted and involve a
combination of physiological and psychosocial considerations.
Childlessness can be influenced by age, relationship status, edu-
cation, financial security, and health.® Considering these so
called “situational factors,” it is comprehensible that someone
may be involuntarily childless due to reasons outside of medical
infertility. While it is recognized that there may be a real-world
overlap between voluntary and involuntary childlessness in the
context of chronic disease and ill-health, for the purposes of this
review involuntary childlessness is used synonymously with
medical infertility.

In the United Kingdom, national data sets typically only col-
lect fertility data from women and subsequently there is a lack
of data on men.® A similar pattern is evident in IBD research
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where fertility and childlessness have been more comprehen-
sively examined in women as compared to men.'®!! This imbal-
ance persists despite increasing recognition of the impact of
childlessness on men’s identity and health.* Additionally, the
focus of research on women reinforces the burden of family-
planning and fertility decisions on women.

Within IBD specifically, studies exploring family planning
decisions and childlessness have primarily focused on
women!13141518 |aaying the views and needs of men under-repre-
sented.® Yet, providing preconception counseling to men and their
partners has been identified as an important area of need with the
potential to improve perinatal outcomes for both parents.” To de-
liver such care effectively, clinicians require a deeper understanding
of how IBD influences men’s family planning decisions.

The review

A preliminary search found no reviews on childlessness and par-
enting decisions in men with IBD. While medical infertility is
clearly a relevant issue, the primary focus of this review is volun-
tary childlessness, particularly the psychosocial aspects of
men’s reproductive decision-making in the context of IBD.
However, the literature rarely examines voluntary childlessness
in isolation. Many studies instead explore broader reproductive
decision-making, including fertility knowledge, treatment con-
cerns, and perceptions of parenthood. These factors were there-
fore considered relevant as they may influence decisions about
whether or when to pursue fatherhood. Understanding how
men conceptualize fatherhood while managing a chronic condi-
tion is crucial for patient-centered care and for addressing
gender disparities in reproductive healthcare. The research
question guiding this review was: What is known about voluntary
childlessness and the psychosocial aspects of reproductive
decision-making in men with IBD?

Aims

To systematically identify and synthesize peer-reviewed, pub-
lished research reporting on family planning decisions and vol-
untary childlessness in men with IBD. To identify key knowledge
gaps and summarize the research methodologies employed in
existing studies to inform future research directions.

Methods
Design

The scoping review was conducted in accordance with the
Joanna-Briggs Institute guidance for scoping reviews'® and has
been reported according to the Preferred Reporting Items for
Systematic reviews and Meta-Analysis, extension for Scoping
Reviews (PRISMA-ScR)* (see File S1). A scoping review method-
ology was chosen for its suitability in mapping the breadth of
existing literature and identifying knowledge gaps. Scoping
reviews systematically identify and examine relevant research
to provide a contextual background to the field of interest, in-
form priority setting, and unearth suitable methodological
approaches for future research.?

The Patterns, Advances, Gaps, Evidence for practice, Research
recommendations (PAGER) framework®! was selected for evi-
dence synthesis and its utility in providing clinically actionable
insights relevant to practitioners and researchers.

As this study is a scoping review of published literature and
did not involve human participants or primary data collection,
ethical approval, and patient consent was not required.

The review protocol was registered in the Open Science
Framework and can be found here: https://osf.io/72nx9

Search methods

The search strategy was developed following consultation with
2 academic librarians across 2 different UK universities
(University of York and York St John University). The PCC
(Population, Concept and Context) mnemonic was used to guide
the search strategy. The population was adult men with a diag-
nosis of CD or UC, the concept was voluntary childlessness and
family planning, and the context was open so that the searches
were not restricted by date or geographical region. A combination
of controlled vocabulary (MeSH terms) and free terms were used.
The full search strategy has been provided in File S2. MEDLINE
(via OVID), Embase (via OVID), CINAHL (via EBSCOhost), and
Psychinfo (via OVID) were searched. The reference lists of perti-
nent papers were reviewed alongside hand-searching of key jour-
nal websites, institutional library catalogues, and the internet.

Inclusion and exclusion criteria

Studies reporting data on family planning decisions and child-
lessness in men with a diagnosis of CD or UC were included.
Studies that included men <16 years of age and where data on
men was not distinguishable from women were excluded. If the
study included participants with other gastrointestinal or in-
flammatory diseases, the data for CD or UC must have been
distinguishable to be included within the review. Primary
research studies, including randomized control trials, quasi-
experimental, observational, qualitative research, and mixed-
method studies were eligible for inclusion. Non-empirical or
non-peer reviewed publications (eg, editorials, commentaries,
conference abstracts, or proceedings), review articles and
papers without primary data were excluded. Only full-text
papers published in English were considered. As the focus of
this review was voluntary childlessness, studies that did not ex-
amine psychosocial aspects of men’s reproductive health or
decision-making regarding family planning, such as those solely
addressing medical infertility, were excluded. Studies exploring
reproductive knowledge, treatment concerns, or perceptions
of parenthood were included where these factors may shape
reproductive intentions.

Search outcome

The search strategy identified 4011 studies, of which 581 were
duplicates (see Figure 1). Covidence, a web-based collaboration
software platform was used to support study selection and data
extraction. Two reviewers independently screened and selected
all records. Titles and abstracts of 3430 studies were screened,
with discrepancies resolved through discussion. Full text of 168


https://academic.oup.com/crohnscolitis360/article-lookup/doi/10.1093/crocol/otag046#supplementary-data
https://osf.io/72nx9
https://academic.oup.com/crohnscolitis360/article-lookup/doi/10.1093/crocol/otag046#supplementary-data

Crohn’s & Colitis 360, 2026, Volume 8, Issue 2

Studies from databases/registers (n = 4005)
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Figure 1 PRISMA flow chart (created by Covidence software and adapted for publication).

studies were then reviewed against the eligibility criteria, and
disagreements were resolved by a third reviewer. Ultimately, 15
papers met the inclusion criteria. Of the 5 authors involved in
this review, 4 were also members of the authorship teams for 3
of the included studies. The fifth author, who had no prior in-
volvement in any of the included studies, acted as an impartial
reviewer. Although, this overlap presented a potential source of
bias, the studies were retained due to their relevance and contri-
bution to the field. To ensure objectivity, the impartial reviewer
completed the data extraction for these studies.

Quality appraisal

Consistent with scoping review methodology,'® no formal qual-
ity appraisal of the studies was conducted.

Data abstraction

Data was extracted using a piloted form. A single reviewer
extracted the data with a second reviewer checking accuracy
and correctness of the information. The extraction table in-
cluded authors, year, country, aim, design, and data collection
methods, population, sample size, key findings, and limitations
(File S3).

Synthesis

Data synthesis followed the PAGER framework,”* providing a
structured and transparent approach. Two reviewers indepen-
dently examined all 15 included studies and identified key
themes inductively. These themes were then charted to enable
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Table 1 Summary of included studies (in chronological order).

Authors and year  Country Study aim Study design Population Total sample
characteristics size (no. of
men)

Maunder et al.*® Canada To identify the concerns Secondary analysis IBD patients 343 (149)
and sex differences of of cross-sectional >18 years
people with IBD. survey data

Mountifield Australia To determine whether Cross-sectional IBD patients 217 (74)

etal.”’ issues surrounding IBD, postal survey 18-59 years
pregnancy and
childbearing influence
reproductive behavior.

Sato et al.* Japan To investigate male Cross-sectional IBD patients 364 (364)
opinions about survey 20-59 years
pregnancy, conception
and neonatal outcomes
for partners.

Zelinkova etal.®*  The To assess changes in Prospective cohort IBD patients with 61 (10)

Netherlands medication in the study active disease and
peri-conceptional period. desire to reproduce
20-52 years
Mountifield Australia To examine the effect ofa  Non-randomized IBD patients 155 (48)

etal.*® single group education experimental study Mean age 40.3 years
session on IBD-specific
reproductive knowledge
in subjects with IBD.

Keller et al.* United States To understand how Qualitative re- IBD patients and 1818
individuals taking IBD search: social media  family/caregivers (male
medications during key content analysis Age not reported unknown)
reproductive periods
make decisions about
their medication use.

Duricova et al.”® Czech Republic  To investigate reproduc- Cross-sectional IBD patients 792 (272)
tive behavior in patients survey 18-65 years
with IBD in the
Czech Republic.

Rao et al.*® United States To assess counseling and Cross-sectional IBD patients 100 (46)
knowledge about IBD and survey 18-45 years
reproductive health.

Fourie et al.?® UK To explore patient Qualitative re- People with IBD 43 (11)
experiences of intimacy search: interviews 17-64 years
and sexuality in those and anonymous
living with IBD. narratives via online

forms.

Winter et al.*? United States To assess the extent of Cross-sectional IBD patients 464 (140)

and risk factors for survey >18years

Thapwong
etal.’!

UK

voluntary childlessness

in IBD.

To explore the lived
experience of IBD patients
and their family members
regarding impacts of IBD
on family members and
their coping strategies.

Qualitative re-
search: partici-
pant interviews

People diagnosed
with IBD for at least
lyear plus 1st de-
gree, co-habiting
family member
23-61 years

6 participants
with IBD (4)
6 partners of
participants

(2)

(continued)
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Table 1 (continued)

Authors and year  Country Study aim Study design Population Total sample
characteristics size (no. of
men)
Vieujean et al.** Multiple To investigate healthcare Cross-sectional Healthcare profes- 793
European professional and patient online survey sionals and adult patients (176)
countries knowledge on fertility, IBD patients.
pregnancy, and sexual 27-83 years
function.
Erdmann Germany To understand how body Qualitative IBD patients 10 (4)
etal.® experiences affect research:participant  19-44 years
patients with IBD. interviews
Gabova et al.*? Czech Republic  To investigate the per- Qualitative People with IBD 36 (16)
ceived impact of IBD on research:participant  21-67 years
sexual life and family interviews
planning.
Ma et al.*° UK To describe and interpret  Qualitative IBD patients 22 (22)
the sexual health experi- research:participant ~ 20-66 years.
ences of men with IBD. interviews

visual mapping of their distribution across studies. Themes were
consolidated into the most pertinent patterns, which were
subsequently refined through collaborative discussion. The
reviewers developed advances, gaps, implications for practice,
policy, and research recommendations aligned with each pat-
tern. This process was iterative and required repeatedly revisit-
ing and reexamining the studies to ensure rigor and coherence.
Additional tables and graphs were produced to present the find-
ings clearly and accessibly.

Findings

The fifteen included studies were published between 1998 and
2024 and were conducted in North America (n=4; Canada, USA),
Europe (n=8; UK, Czech Republic, Netherlands, Germany and
one multi-country European study), Asia (n=1; Japan), and
Australia (n=2). Study designs comprised cross-sectional sur-
veys (n=7, including one secondary analysis), qualitative studies
(n=6), one cohort study and one non-randomized experimental
study. A full summary of the included studies is presented
in Table 1.

Across these studies, 1336 men with IBD were represented,
however research specifically focused on men remains sparse.
Despite the limited volume of published, peer-reviewed research
in this area, several informative themes were identified. Figure 2
and Table 2 present the themes and overarching patterns: (1)
voluntary childlessness; (2) family planning decisions; (3) IBD
treatments; and (4) knowledge and support.

Understanding voluntary childlessness

Reported rates of voluntary childlessness among men with IBD
varied widely; 7.8%,%% 18.1%,%% and 27.3%.?* Differences in re-
cruitment strategies and data collections methods mean these
findings should not be directly compared. Furthermore, as none
of these studies included control groups, it is not possible to

determine whether voluntary childlessness is more common in
men with IBD as compared to the general population or other
disease and disability states.

Sato et al. reported that 24.4% of men (n=71) were hesitant
to have children due to IBD, with significantly higher rates in
men with CD as compared with those with UC.%® In the study by
Duricova et al., 42.3% of voluntarily childless men cited IBD as
the primary reason.”®> Among these men, 50% expressed con-
cern about the genetic risk of IBD, 34.5% feared they would be
unable to care for a family, and 15.4% were worried about medi-
cation safety. Similarly, Rao et al. found that 15% of men had
considered not having children due to IBD, with concerns
focused on heritability (86%), caregiving ability (43%), and medi-
cation effects (29%).2°

Sociodemographic factors also appeared to influence child-
lessness. Winter et al. reported that voluntarily childless partici-
pants were younger, had lower levels of formal education and
income, and were more likely to be permanently disabled than
those who wished to have children.?? Although voluntary child-
less participants were diagnosed at a younger age and had a
longer disease duration, IBD type, hospitalizations, and surger-
ies were not associated with an increased likelihood of volun-
tary childlessness. However, as the data were not disaggregated
by sex, interpretation is limited. Similarly, Mountifield et al.
identified fear of IBD-related congenital abnormalities, genetic
risk, medication effects, medical advice against conception, and
fatigue as reasons for voluntary childlessness but did not specify
whether these responses were provided by men, women
or both.?’

Qualitative studies provided further insights. Participants de-
scribed concerns about medication effects,?® fear of shortened
life expectancy,® and the need to prioritize their own health
over parenting responsibilities.?® One partner of a man with IBD
also expressed concern over the hereditary nature of CD.**

In summary, although several studies have reported rates of
voluntary childlessness among men with IBD, population-level
data are lacking and comparisons with the general male
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Patterns Themes

B Heritability

-l Birth defects

ml Participation in parenting duties

Voluntary childlessness
1

- Shortened life expectancy

— Financial concerns

— Fewer children

- Termination of partner pregnancy

| | Remission at conception and in preparation for
fatherhood

Family planning decisions

Concerns about medication safety

Information and knowledge about medication
and fertility

Treatments

Medication changes prior to having children

Poorer overall knowledge as compared to
women

Lack of pre-conception consultation

Insufficient information

Knowledge and support

Figure 2 Themes and sub-themes identified across the studies.

population are not possible. Existing evidence suggests that vol-
untary childlessness may be driven by disease-related concerns,
particularly fear about heritability, reduced life expectancy and
the ability to fulfill a parental role while managing a
chronicillness.

Family planning decisions

In addition to influencing decisions about whether to become a
father, the included papers suggest that IBD may also shape
men’s family planning decisions. In the study by Duricové et al.
only 11% of men (n=30) reported that IBD had affected their re-
productive plans; of these, one-third (33.3%) stated they had
decided to have fewer children than initially intended.?® In con-
trast, Winter et al. reported that 93.4% of men (n=85) who had,
or wanted to have children, planned for fewer children because
of IBD.?? Similarly, one participant in the Thapwong et al. study

described financial and lifestyle pressures, alongside disease re-
lated concerns, that led him and his partner to limit family size
to one child.?! Another participant in the Erdmann et al. de-
scribed mixed feelings, fear as well as joy, about having a third
child.?® However, across both qualitative studies it remained
unclear to what extent IBD itself influenced the decisions about
family size.?**

Ma et al. reported that men perceived IBD as a barrier to par-
enting, influencing decisions about the timing of children: “I
need to be healthy to be able to look after a child or two and al-
ready I’'m at a disadvantage because of fatigue, because of pain,
because of illness”.>° Mountifield et al. examined pregnancy ter-
mination rates among women with IBD and the female partners
of male IBD patients (16.5% in CD vs 15.3% in UC) with 17.7% of
terminations attributed to IBD.?” However, the findings were not
disaggregated by gender, and no other studies explored how
IBD may influence decisions regarding termination of preg-
nancy. Duricové et al. also reported that 30.5% of men had fa-
thered children unintentionally,?® though contraceptive choices
were not discussed across the included studies. The perspec-
tives of partners were similarly absent. In one qualitative study,
men did not raise concerns regarding family planning, whereas
women did.>* However, men did describe concerns regarding
sexual activity and relationships, both of which may indirectly
influence reproductive decisions.

Sato et al. reported that 41.4% of men (n=151) believed dis-
ease remission was necessary at the time of conception, and
19.2% (n=70) considered a medication-free state essential.?®
Finally, one participant in the Ma et al. study, a man in a same-
sex relationship, described having considered adoption but de-
ciding against it following multiple surgeries.®® This single ac-
count highlights the broader lack of representation of sexual
minority groups in the existing literature.

IBD treatments

Several studies highlighted the influence of IBD treatments on
men’s reproductive intentions. Concerns around medication
safety were prominent. Sato et al. reported that more than half
of male participants (51.4%, n=187) considered the safety of
medication used to induce and maintain remission to be most
important issue when planning to conceive.?®> Uncertainty was
also evident, with 29.4% (n=282) of men unsure about the safety
of their medication in relation to conception.® Perceived risks
of treatment-related infertility were also a concern. Mountfield
et al. described a case in which a man taking sulfasalazine had
attempted to conceive for 15years before becoming aware of
the drug’s reversible infertility effects.?” Similarly, posts from
online patient forums revealed confusion and anxiety regarding
male infertility and potential birth defect risks linked to IBD
medications, with some individuals expressing surprise that
such effects were possible.>® Treatment modification in the con-
text of family planning were also reported. Zelinkova et al. found
that men changed or discontinued therapy following advice
from their gastroenterologist, including delaying or stopping
medications such as methotrexate, anti-TNF agents and 6-mer-
captopurine.®® Surgical treatment also shaped reproductive
decision-making. In one qualitative study, a participant de-
scribed reluctance to undergo proctectomy due to fears of
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Table 2 Findings organized according to the PAGER framework (Bradbury-Jones et al. 2022).

Pattern

Advances

Gaps

Evidence for practice

Research
recommendations

Understanding
voluntary
childlessness

Family planning
decisions

IBD treatments

Knowledge
and support

Men report concerns
over heritability, short-
ened life expectancy,
risk of birth defects, and
ability to care

for children.

The disease may alter
when and how many
children men decide
to have.

Medication safety is a
key concern. Men may
alter or delay treatment
or deprioritize family
planning due to disease
management plans.

Men have lower repro-
ductive knowledge as
compared to women
with IBD and report that
they do not receive fam-
ily planning information
or consultation.

* Rates of voluntary

childlessness in men
with IBD.

How IBD affects
reproductive decisions
in men.

How IBD influences
family planning deci-
sions in men.

* Partner perceptions

toward family
planning.

How IBD treatments
influence reproduc-
tive intentions.

How reproductive
goals might affect
treatment preferences
and adherence.

What is the current
state of service
provision in regard to
reproductive care for
men with IBD.

What information and
healthcare provision
is required by men
with IBD.

* Acknowledge IBD’s

possible role in
reproductive choices.
Facilitate open,
non-judgmental discu-
ssions about repro-
ductive intentions
and concerns.

Assess and revisit
family planning inten-
tions throughout dis-
ease and life course.
Align treatment deci-
sions with reproduc-
tive goals.

Provide information
on the risks and
benefits of medication
to fertility.
Misconceptions
regarding medication
safety should be iden-
tified and addressed.

Incorporate family
planning discussions
into routine care.
Offer written and
verbal education that
includes the perspec-
tive and needs of men
and their partners.
Provide multidiscipli-
nary input that
considers physiologic-
al, and psychosocial
well-being in relation
to reproductive
planning.

Establish the preva-
lence of voluntary
childlessness in men
with IBD.

Explore the disease-
specific influences on
men’s reproductive
intentions.

Examine the barriers
that IBD may pose to
fatherhood and what
support may be
acceptable and
valuable.

Investigate partner
and family perspec-
tives and needs.
Clarify treatment-
related concerns and
how these might
affect reproductive
intentions.

Ascertain how treat-
ment related con-
cerns can be better
supported by health-
care practice.
Determine the infor-
mational needs of
men and the most
acceptable and
accessible ways to
deliver these.

Survey the current
provision of fertility
and family planning
information and
healthcare provision
for men with IBD.
Evaluate the out-
comes of pre-concep-
tion counseling and
information in male
IBD populations.

impotence and impacts on fertility, while another reported

delaying stoma reversal to maintain stability in his health and

family life.>°

Collectively, these findings indicate that medication effects
and surgical interventions are important considerations for men
with IBD when planning parenthood. They also highlight sub-
stantial gaps in understanding and awareness, which are ex-

plored further in the next section.

Knowledge and support

The included papers suggest that men with IBD have lower lev-
els of reproductive and fertility-related knowledge than women.
Mountifield et al. reported significantly lower baseline CCPKnow
scores in men, with 85.4% of men (n=41) demonstrating poor
knowledge compared to 56.1% of women (n=60).>> Rao et al.
similarly found low median CCPKnow scores in men with only
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17% achieving an adequate score.”® Although infertility con-
cerns were reported more frequently among women, a substan-
tial minority of men (32.5%) also expressed worry about their
fertility.””

Despite these knowledge gaps, family planning information
and counseling were not routinely provided. Rao et al. found
only 30% of men had received counseling about heritability, fer-
tility or medication use.?® Duricova et al. similarly reported that
just 20.2% of men (n=55) had ever discussed reproductive
issues with a clinician.?® Although satisfaction with the advice
received was high (76.4%), Vieujean et al. observed that nearly
three-quarters of men (73.9%) had not received pre-conception
counseling (vs 62.1% of women) and over half of men (52.2%)
felt they lacked sufficient information about IBD and preg-
nancy.?* Most men nonetheless reported feeling comfortable
discussing these topics with their IBD specialist (75.4%).%

Little evidence exists to guide the format of support preferred
by men. Rao et al. found that participants preferred written ma-
terial (84%) and clinic-based discussions (69%),%® although
these findings were derived from a mixed-gender sample and
therefore cannot be interpreted as reflecting the preferences of
men specifically. Winter et al. reported greater preference for
face-to-face discussions over online resources among their
mixed-gender sample.?* Winter et al. also noted that most par-
ticipants (both men and women) did not believe pre-conception
counseling would alter decision regarding having children, but it
may reduce anxiety.”> Maunder et al. found that when ranking
25 IBD-related concerns, having children was rated lowest by
men.?® It is unclear whether this ranking reflects low concern
about fertility or the broader considerations regarding parent-
hood, however, energy levels, medication effects, and disease
unpredictability were the most highly ranked, all of which may
indirectly influence family planning. As several studies did not
report sex-disaggregated findings, conclusions regarding men’s
specific informational preferences remain tentative.

Overall, while reproductive health may not be a priority con-
cern for many men with IBD, the studies reviewed demonstrate
that concerns about fertility, medication safety, and heritability
do exist. These concerns coexist with clear gaps in knowledge
and limited clinician-led counseling, highlighting a need for tai-
lored, accessible, and acceptable education and support.

Discussion

This original review comprehensively and systematically identi-
fied and synthesized the published literature on voluntary
childlessness in men with IBD. It was found that voluntary child-
lessness and family planning in men with IBD remains poorly
understood and under-researched. Many included studies
explored reproductive decision-making, fertility knowledge, or
treatment concerns rather than voluntary childlessness explic-
itly; however, these factors represent key influences on men’s
decisions about whether or when to pursue fatherhood. Only 15
studies met the inclusion criteria, of which just 2 focused exclu-
sively on men. Most were conducted in high-income countries
and lacked representation of ethnically diverse populations or
sexual minority groups, limiting generalizability. Population-
level studies suggest differences in parenthood rates among

people with IBD, although distinctions between voluntary and
involuntary childlessness are rarely made. Furthermore, many
studies in the existing literature examine reproductive inten-
tions, fertility knowledge, or treatment-related concerns rather
than voluntary childlessness explicitly. While these topics do not
directly measure voluntary childlessness, they represent impor-
tant influences on reproductive decision-making and may shape
decisions regarding whether to pursue parenthood. A German
cohort study reported higher rates of childlessness in both men
and women with IBD as compared to controlled.®” A large
Swedish registry study of over 29,104 men found reduced birth
rates among men with IBD compared with matched controls
(1.28 vs 1.35 per 1000-person-years, P < 0.001).3® A systematic
review likewise reported fewer children among men with CD but
not UC.>® However, none of these studies examined underlying
motivations or psychosocial influences.

Across the reviewed literature, disease-specific factors such
as heritability concerns, medication effects and perceived ability
to parent while living with a chronic illness appear to influence
decision-making for some men. Qualitative studies also describe
emotional and practical challenges, including fatigue, uncer-
tainty about long-term health and financial constraints.®2%3%3!
However, several qualitative studies included very small num-
bers of male participants, which may limit the extent to which
the findings represent men’s experiences, particularly across
varying socioeconomic and ethnic contexts. These findings
should therefore be interpreted as preliminary insights rather
than definitive evidence of all men’s experiences. Although, hav-
ing children ranked low amongst men’s IBD-related concerns,*
this may reflect broader life priorities rather than an absence of
concerns about fertility or medication safety.?*252¢

Treatment safety was a central theme. Concerns about medi-
cation effects on fertility were widespread, with more than half
of men in one study identifying medication safety as the most
important issue when planning conception.”® Some medications
carry known risks, eg, sulfasalazine can cause reversible oligo-
spermia®® and methotrexate has historically been avoided, al-
though emerging evidence suggests minimal impact on male
fertility.** Other commonly used therapies, such as anti-
integrins, anti-IL 12/23 inhibitors, and calcineurin inhibitors,
have not been shown to impair sperm quality.** The reviewed
studies largely pre-date recent European guidance on fertility in
IBD,** which may explain reports of men being advised to stop
or modify treatment before attempting conception.*

Surgical interventions also influenced reproductive decisions.
One man delayed proctectomy due to concerns about erectile
dysfunction and fertility>>**; another postponed stoma reversal
to maintain stability for his family.>° While men in the Sato et al.
study felt that remission was required prior to conception,*®
there are no known risks to maternal and fetal health if concep-
tion occurs when the father has active disease, however, active
disease may affect fertility.** Evidence regarding the impact of
surgery on male fertility is mixed: some operations may increase
the risk of erectile dysfunction,”® whereas improved disease
control after ileal pouch-anal anastomosis may enhance fertility
despite potential sexual side effects.** Given rapid develop-
ments in IBD management, clinicians must remain up-to-date
on treatment safety and effectively communicate risks and
options to patients.
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Initiate discussions about reproductive

intentions with men and their partners,

ensuring treatment options are aligned to
reproductive goals.

Priorities for practice

Provide information on fertility and family
planning, including medication safety.

Facilitate multi-disciplinary input that is
inclusive of psychosocial well-being in

relation to reproductive planning.

A

Figure 3 Priorities for practice and research.
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Men’s reproductive knowledge was consistently low across
studies. Although CCPKnow is the only validated tool available,
it was developed for women and does not fully reflect men’s in-
formation needs.*> However, CCPKnow was originally developed
and validated for women, and some items focus on pregnancy-
related issues that may be less directly relevant to men. Lower
scores among men may therefore partly reflect limitations of
the measurement instrument rather than solely a true deficit in
reproductive knowledge.

A preference for face-to-face consultation was unearthed in
one paper within this review,?* although reasons for this were
not given. The patient-physician relationship has been identified
as a key driver in treatment decision making in IBD*® and
patients value discussions that address or clarify information
they have accessed independently.*” It has been reported that
IBD consultations often prioritize disease activity over broader
Qol issues, leaving limited opportunity to discuss reproductive
intentions.*® Understanding men’s reproductive goals is impor-
tant not only for treatment planning but also for holistic care.
Reproductive health is linked to broader well-being and father-
hood has been associated with reduced suicide risk.*> Wider
population studies suggest associations between childlessness
and adverse health outcomes, including cardiovascular risk.>°
Whether these patterns apply to men with IBD is unknown.
Major evidence gaps also remain regarding partners’ perspec-
tives and the experiences of men from ethnically diverse back-
grounds and sexual minority groups. These gaps highlight clear
priorities for clinical practice and future research, summarized
in Figure 3.

Limitations

To our knowledge, this is the first literature review to focus spe-
cifically on voluntary childlessness and reproductive decision-
making in men with IBD. The review adopted a systematic and
transparent approach to study selection and data extraction.
The use of the PAGER framework enabled a structured and con-
ceptually grounded synthesis of findings. All searching, screen-
ing, and data extraction were conducted independently by 2
reviewers, enhancing methodological rigor and reducing the risk

/ Priorities for research \

Ascertain disease-specific influences and
barriers to men's reproductive intentions
and fatherhood.

Determine the informational needs of men
and the partners, including the most
acceptable and accessible ways to meet
these.

Address the knowledge gap in under-

represented groups, including those from
qual and ethnic minorities. /

of bias. By integrating qualitative and quantitative evidence, the
review offers a comprehensive overview of an understudied
area and identifies clear gaps and priorities for future research
and clinical practice.

The review is subject to several limitations, many of which
stem from constraints within the available evidence base. There
is a paucity of research on voluntary childlessness and family
planning in men with IBD, with only 2 studies®-*° focusing exclu-
sively on male participants. Several included studies examined
broader reproductive decision-making or fertility concerns
rather than voluntary childlessness explicitly, which limits the
ability to clearly distinguish voluntary childlessness from
infertility-related childlessness within the available literature.
Additionally, the primary instrument used to assess reproduc-
tive knowledge (CCPKnow) was developed for women and may
not fully capture men’s knowledge needs or priorities. As sum-
marized in Table 1, most studies were cross-sectional or qualita-
tive with small sample sizes and varying definitions of voluntary
childlessness. Additionally, studies were mostly conducted
within single-center settings, which limit generalizability and
prevents robust estimation of the prevalence of voluntary child-
lessness. Many studies also lacked sex-disaggregated analyses
or comparator populations, further limiting interpretation of
gender-specific findings and preventing comparisons with the
general population. Reported prevalence should therefore be
interpreted cautiously. Demographic data were frequently
incomplete, particularly regarding ethnicity, socioeconomic sta-
tus and sexual orientation, and gay or bisexual men were almost
entirely absent from the literature, raising concerns about repre-
sentativeness. A likely selection bias toward participants from
high-income and high-resource settings is also evident, which is
important considering that family planning decisions are shaped
by cultural and societal contexts.

Methodological limitations were also common. Few studies in-
cluded control groups, making it difficult to determine whether
rates or drivers of voluntary childlessness differ from those in the
general population. Sex-disaggregated data were inconsistently
reported, preventing clear interpretation of gender-specific find-
ings. In several studies, some findings were reported from mixed-
gender samples without separate analysis for men, meaning that
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certain conclusions regarding informational needs and reproduc-
tive concerns should be interpreted cautiously. Furthermore, the
available evidence does not permit exploration of how age, IBD
phenotype, treatment type, or disease activity influence men’s re-
productive intentions or decision-making. Taken together, the
evidence base is sparse and heterogeneous, meaning that conclu-
sions should be interpreted with caution.

Finally, several members of the review team were authors
on 3 of the included studies. To minimize potential influence
of this on the findings of the review, an independent
reviewer with no prior involvement in these studies conducted
the data extraction for these papers; however, some
residual risk of unintentional influence cannot be
completely excluded.

Conclusion

This scoping review synthesized the limited but emerging evi-
dence on voluntary childlessness and family planning among
men with IBD. While fatherhood may not be a primary concern
for all men, a significant proportion express concerns about
fertility, heritability, treatment safety and their ability to parent
while managing a chronic illness. Medication and surgical
treatments play a notable role in shaping reproductive decision-
making, yet many men report inadequate access to tailored
information or pre-conception counseling. Representation of
ethnically diverse and sexual minority groups is largely absent,
and the perspectives of partners remain under-explored.

Addressing these gaps through inclusive, methodologically ro-
bust research is a priority. However, clinicians need not wait for
further evidence to initiate discussions with men about their re-
productive intentions. Proactive, person-centered conversations,
supported by accurate, accessible information, are essential to
ensure that decisions align with men’s values, health needs and
life goals. Finally, reproductive decision-making should be under-
stood within the broader context of psychosocial wellbeing,
which is best supported through multidisciplinary care in both
practice and research.
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