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Abstract
A national probability sample reveals two relatively distinct groups of infertile women: those with
intent, who have experienced a period of 12 or more months during which they tried to conceive but
did not, and those without intent, who had a period of at least 12 months during which they could
have conceived and did not but who do not describe themselves as having tried to become pregnant
at that time. Those with intent are more likely to identify as having a fertility problem, to be distressed,
and to pursue infertility treatment than those without intent, suggesting that many women do not
realize that they meet the medical criteria for infertility and may therefore wait longer to get help,
therefore lowering their chances of conception.
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According to commonly accepted medical criteria for infertility, women are categorized as
infertile if they experience a year of unprotected intercourse without conception.1 Using this
definition, the National Survey of Family Growth (NSFG) estimates that 7.4 percent of married
U.S. women were infertile in 2002.2 It makes no explicit reference to intent to conceive, but,
given the availability of contraception, this definition implies that women meeting the criteria
for infertility were trying to conceive. Data from the National Study of Fertility Barriers
(NSFB), a probability-based sample of 4,712 U.S. women, reveal that there are a large number
of women who at some point in their lives fit the NSFG definition of infertility but who do not
describe themselves as having tried to become pregnant at that time. Because women who meet
the criteria but are not trying to get pregnant are less likely to go to fertility clinics, they are
*This research was supported in part by grant R01-HD044144 “Infertility: Pathways and Psychosocial Outcomes” funded by NICHD.
Dr. Lynn White (The University of Nebraska-Lincoln) and Dr. David R. Johnson (The Pennsylvania State University) were Co-PIs on
the first wave of data collection.
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much less likely to be studied in infertility research. We therefore call these women the “hidden
infertile”. Drawing attention to the “hidden infertile” adds texture to our understanding of the
experience of infertile women and sheds light on the following paradox: why, if infertility is
as distressing as is often reported, do so many infertile women not pursue treatment?
Studies of infertile women and involuntary childlessness3-7 usually describe infertility as an
extremely distressing experience, characterized by a spoiled identity and a feeling that one's
life course has been interrupted. Despite such strong evidence that infertility is distressing,
only about half of women who fit the criteria for infertility seek treatment.2, 8, 9This apparent
paradox may be explained in part by the limitations of many samples used to study the
psychosocial consequences of infertility. Most studies of women's responses to infertility have
focused on treatment-seekers at infertility clinics connected with research hospitals and
therefore ignore the experience of about half of the female infertile population.4 Women who
seek treatment are likely to differ from those who do not seek help. We suggest that intent to
conceive at the time of the episode is an important – and under studied - fundamental difference
between those not seeking medical help and those seeking medical help for infertility.
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In the common-sense view implicit in the medical definition, women who do not want to
become pregnant use contraception, and women who want to become pregnant do not take
contraception. This view implies that women who do not use contraception consistently give
evidence that they are trying to become pregnant. But women do not always use contraception
consistently and efficiently. Furthermore, there are women who, for religious or other reasons,
are reluctant to say that they are trying to get pregnant but who are also unwilling to try to
prevent conception. Such women do not state an intent to conceive, but could easily meet the
medical criterion for infertility if they have intercourse for a year without protection or
conception. Many U.S. women are, at some points in their lives, not trying to or trying not to
conceive, but are “okay either way.”10 Recent research has pointed to the importance of selfdefinition as infertile as a key feature in the helpseeking process. 9, 11, 12. As a pragmatic
solution to an unexpected conundrum in population based research, Greil and McQuillan
9divided women meeting the criteria for infertility into the “infertile with intent” (women who
say they tried to conceive for at least 12 months without conception) and the “infertile without
intent” (women who report having had unprotected intercourse without conception but who
do not say that they were consciously trying to conceive at the time). In this article we compare
the infertile with intent to the infertile without intent and demonstrate that the two groups differ
from one another with regard to both helpseeking behavior and fertility-specific distress.
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Our data come from the National Survey of Fertility Barriers (NSFB), a nationally
representative random-digit-dialing telephone survey designed to study infertility. This dataset
is available at: http://sodapop.pop.psu.edu/data-collections/nsfb. Institutional Review Board
approval was obtained at the two university study sites prior to data collection. Our sample
includes 2,286 women ages 25-45 who reported that they had unsuccessfully tried for a year
or more to get pregnant or that had ever had regular unprotected sex for a year or more without
getting pregnant. The sample was split almost evenly between women with intent 51.3% and
women without intent 48.7%.
We examined the differences between women with or without intent at the time of their
infertility episode across a wide range of characteristics. For categorical variables, we used
chi-square tests to assess significant differences between the two groups of women. For
continuous variables, we used independent samples t-tests to compare means of both groups.
Table 1 displays results showing differences between women with and without intent across
study variables. There were a number of statistically significant differences between the groups,
suggesting that women meeting criteria for infertility with or without intent can be
meaningfully described as distinct.
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Women who had intent were more likely to self identify as having a fertility problem (57.6%
compared to 18.4%) and to say that they would like a(nother) baby (47.6% compared to 36.3%)
compared to women without intent. More women who had intent had had an episode within
the last five years (27.5% compared to 20.1%). The distributions by race differed somewhat,
with a larger percentage of Black women without intent and a larger percentage of Hispanic
women with intent. Infertility type differed across the two groups of women: more women who
had intent had experienced primary infertility (45.4% compared to 2.6% of infertile without
intent) whereas more women without intent had experienced either secondary infertility (89.7%
compared to 50.9% for infertile with intent) or secondary infertility that did not result in a live
birth (7.6% compared to 3.7%). Women who had intent were also more likely to be married
(69.1% compared to 55.4% for without intent).
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A greater percentage of women who had intent reported chronic health conditions (30%
compared to 23.7%) and lived in a state with mandated infertility insurance coverage (48.5%
compared to 44%). More women without intent reported not having any health insurance (18%
compared to 14.8%). Compared to women without intent, women with intent experience
greater social pressure to have a child across nearly all indicators. For example, women with
intent were more likely to report that their partner wanted a(nother) baby (39.4% compared to
27.1%) and that having a baby was very important to their partner (35.9% compared to 25.4%)
and to their parents (27.9% compared to 22.8%). They were also more likely to report that they
had friends who had pursued infertility treatment (49.3% compared to 40.2%) and that they
were encouraged to seek treatment by their family (29.8% compared to 3.5%) and their partner
(31.9% compared to 4.9%).
Women who had intent were more like to pursue infertility treatment. They were more likely
to consider treatment (63.2% compared to 11.8%), to talk to a doctor about infertility (49.8%
compared to 7.1%), to have tests (39.3% compared to 3.3%), to receive treatment for infertility
(26.5% compared to 1.3%), and to receive ART treatment (5.5% compared to .2%). Women
with intent had higher family incomes than women without intent ($54,840 compared to
$47,656) but lower scores on the social support scale (M=3.42 compared to M=3.58). The
intent group scored higher on their perceived importance of motherhood (M=3.47) than the no
intent group (M=3.30), and higher on the fertility-specific distress (.39) than the no intent group
(M=.14).
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Our results document the existence of two relatively distinct groups of infertile women: those
with intent who report trying to conceiving during their episode and those without intent who
had a similar period of 12 or more months during which they had unprotected intercourse, but
were not trying to conceive. Women meeting the criteria for infertility with intent are more
likely to have experienced an episode of infertility in the recent past, to have primary infertility,
to self-identify as infertile, to be married, to have higher family incomes, to have higher levels
of education, to have private health insurance, to have more social pressure to pursue infertility
treatment, to actually pursue treatment, and to have higher levels of fertility specific distress
than women without intent.
These results suggest caution about generalizing from clinic-based samples of treatmentseekers, because we will miss the distinct experiences of the “hidden infertile”. Including nontreatment seekers in research on infertility is essential to fully understanding the infertility
helpseeking process. Recognizing that intent is essential to understanding infertility allows us
to better grasp the wide range of medical help-seeking and emotional responses to infertility,
and will help to disentangle the effects of infertility and infertility helpseeking on distress.
Our research raises questions about the meaning of not seeking medical help for infertility. Do
the half of women who meet the criteria for infertility but do not seek help represent unmet

Fertil Steril. Author manuscript; available in PMC 2011 April 1.

Greil et al.

Page 4

NIH-PA Author Manuscript

need, or do they represent women who are content to accept their situation because they do not
have a purposive approach to pregnancy? Why do women have unprotected intercourse for at
least 12 months if they are not trying to conceive? Are there religious, health access, or
relationship characteristics that explain differences in intent and behavior? We need greater
understanding of the meaning of twelve months of unprotected intercourse without conception
to women in order to understand women's responses to infertility episodes. The medical
conditions that lead to an inability to conceive may only become a “medical” problem when
women intend pregnancy and not before then. It is also possible that some women in our sample
have ceased trying to conceive because they do not know that they have medical options. These
results raise important questions about the role of pregnancy intent in defining and
understanding the experience of infertility. They also demonstrate the need to determine how
aware women are that they meet the criteria for infertility and that they could get help if they
so desire.
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Descriptives by infertilityity type (National Survey of Fertility Barriers, weighted)
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Subfecund with
Intent
(n = 1045)

Subfecund without
Intent
(n = 1117)

Primary Infertility

45.4%

2.6%

***

No Live Birth

3.7%

7.6%

***

Secondary

50.9%

89.7%

***

Thinks has fertility problem

57.6%

18.4%

***

Would like [a/nother] baby

47.6%

36.3%

***

Importance of leisure

43.0%

43.8%

Importance of work

51.7%

53.6%

Partner wants more

39.4%

27.1%

***

Very important to partner

35.9%

25.4%

***

Very important to grandparents

27.9%

22.8%

**

Most/all friends and family have ki

85.1%

82.7%

Friends pursue

49.3%

40.2%

***

Family encourages

29.8%

3.5%

***

Partner encourages

31.9%

4.9%

***

Considered treatment

63.2%

11.8%

***

Talked to a doctor

49.8%

7.1%

***

Had tests

39.3%

3.3%

***

Had treatment

26.5%

1.3%

***

Had ART

5.5%

0.2%

***

First episode within 5 years

27.5%

20.1%

***

First episode 6-10 years

26.7%

24.5%

First episode >10 years

53.7%

55.8%

White

55.6%

54.4%

Black

16.4%

23.6%

***

Hispanic

21.0%

16.9%

*

Asian

7.0%

5.1%

69.1%

55.4%

***

Categorical Variables
Infertility Type

Identity Issues

Social pressure

NIH-PA Author Manuscript

Helpseeking

Background Characteristics
Episode timing

NIH-PA Author Manuscript

Race

Social Roles
Married
Cohabiting

2.1%

0.9%

*

Never Married

10.3%

25.1%

***

Employee (Full or Part Time)

63.3%

66.0%
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Subfecund with
Intent
(n = 1045)

Subfecund without
Intent
(n = 1117)

Chronic health condition

30.0%

23.7%

Private Health insurance

61.0%

59.2%

Public health insurance

19.8%

19.0%

No health insurance

14.8%

18.0%

Other health insurance

4.4%

3.7%

State coverage

48.5%

44.0%

No regular doctor

15.2%

18.1%

Continuous Variables

Mean (SD)

Mean (SD)

.39 (.28)

.14 (.16)

***

3.47 (.50)

3.30 (.58)

***

54,840 (39,777)

47,656 (33,877)

***
***

Categorical Variables
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Health-related

Fertility-specific distress
Importance of motherhood
Family Income

3.42 (.80)

3.58 (.68)

Age (25-45)

36.08 (5.78)

35.84 (6.10)

Education (years)

13.14 (3.20)

13.21 (2.48)

1.76 (.89)

1.73 (.80)

Social support
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Economic hardship
Self-rated health

2.96 (.79)

2.99 (.70)

Internal medical locus of control

2.98 (0.52)

2.99 (0.50)

Perceived stigma of fertility proble

2.72 (0.62)

2.69 (0.59)

Ethical concerns about infertility tr

1.59 (.55)

1.55 (.53)

Traditional gender ideology

1.94 (.53)

1.94 (.54)

Attitude toward medical care

3.31 (0.50)

3.31 (0.50)

***

*

*

Note : Chi-square tests were performed for categorical variables. Independent samples t tests were performed for continuous variables.
*

p<.05;

**

p<.01;

***

p<.001.
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