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1  |  INTRODUC TION

Down syndrome is a well- known genetic condition characterized 
by certain common facial features, some physical complications, in-
cluding congenital heart disease, and mild to moderate intellectual 
disability (Roizen & Patterson, 2003; Stoll et al., 2015). It is the most 
frequent chromosomal abnormality worldwide, affecting approxi-
mately 1 in 700 births (Canfield et al., 2006; Parker et al., 2010). Most 
people with Down syndrome have trisomy 21, which is caused by the 

non- disjunction of chromosomes during meiosis, with the probability 
of its occurrence increasing with maternal aging (Loane et al., 2013; 
Yoon et al., 1996). Recently, non- invasive prenatal testing (NIPT) has 
been widely conducted to detect the possibility of a fetus having Down 
syndrome with the benefit of having high sensitivity and presenting 
no risk of miscarriage (Allyse et al., 2015; Palomaki et al., 2011; Samura 
et al., 2017). As the management of complications of Down syndrome 
has developed, so has life expectancy, which is currently over the age 
of 60 years (Bittles & Glasson, 2004; Glasson et al., 2002).
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Abstract
Courtesy stigma, which arises from close connections to people with stigmatized 
characteristics, negatively affects interpersonal relations. This study aimed to evalu-
ate courtesy stigma and the adaptation process of parents of children with Down syn-
drome based on semi- structured interviews with 23 Japanese parents. The interview 
themes were (a) negatively perceived interpersonal experiences and coping strate-
gies; (b) information disclosure and others’ responses; and (c) positively perceived 
interpersonal experiences. The interview data were transcribed and analyzed based 
on a grounded theory approach. The results suggested that parents perceived and 
experienced multidimensional courtesy stigma, and they used various coping strate-
gies categorized in combinations of passive– active and internal– external. All parents 
disclosed information about their child's diagnosis to others, and reverse disclosure 
(i.e., revealing own relations with people with disabilities) was characteristically ob-
served thereafter. Through active interaction and reflection, the parents cultivated 
social relationships, compassion, world views, and community involvement, which led 
to the transcendent stage. However, internal conflict as a mediator between people 
with and without Down syndrome re- emerged even after achieving the transcendent 
stage. These findings could help to develop interventions in genetic counseling for 
parents to deal with interpersonal relationship difficulties.
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Nevertheless, despite improvements in the medical environment 
involving people with Down syndrome, research has indicated that 
diagnosis of a child's condition has enormous negative psychosocial 
impacts on parents, such as distress, anxiety, and depression (Choi 
& Van Riper, 2017; Farkas et al., 2019; Marshak et al., 2019; Nelson 
Goff et al., 2013; Takataya et al., 2016). Furthermore, these nega-
tive psychological effects not only are observable at the time of a 
child's diagnosis, but also affect the broader psychosocial aspects 
of childbearing and subsequent childrearing. Therefore, in prenatal 
and pediatric genetic counseling, it is important to provide psycho-
social support for parents in addition to information about the med-
ical aspects of the condition (Ashtiani et al., 2014; Biesecker, 2001; 
Buyukavci et al., 2019; Sheets et al., 2011).

Among various negative psychosocial experiences, stigma in-
volves detrimental effects in interpersonal relationships, and it 
has been reported that the mothers of children with disabilities, 
including Down syndrome, face courtesy stigma in their daily lives 
(Green, 2003). Stigma refers to an attribute that is devalued in so-
cial contexts, with negative effects, including stereotyping, emo-
tional reactions, separation, discrimination experienced from others, 
and discrimination perceived by oneself (Corrigan & Watson, 2002; 
Goffman, 1963). Courtesy stigma refers to the stigma of individu-
als having close connections to people with a stigmatized charac-
teristic (Angermeyer et al., 2003; Goffman, 1963; Gray, 1993; Mak 
& Cheung, 2008). Courtesy stigma affects parenting and the psy-
chological health of parents (Ali et al., 2012; Cantwell et al., 2015; 
Green, 2003). In this sense, parents of children with genetic con-
ditions are likely to perceive and experience courtesy stigma, since 
the conditions are reported to be associated with a stigmatized char-
acteristic (Gaff & Clarke, 2007; Peters et al., 2005; Rozario, 2007; 
Sankar et al., 2006). Furthermore, it has been suggested that the 
expansion of NIPT could elevate social stigma regarding Down syn-
drome (Deem, 2016; Kellogg et al., 2014).

While courtesy stigma of parents of children with genetic con-
ditions is very likely, it is also concealable, such as when the parent 
does not disclose information about the child's diagnosis to others. 
A concealable stigma becomes an issue in that people might have to 
determine whether to disclose the information, which poses another 
layer of pressure (Pachankis, 2007; Quinn & Chaudoir, 2009; Siegel 
et al., 1998). However, according to Goffman (1963), people with a 
concealable stigma reach a stage of no longer feeling the need to 
conceal their stigmatized characteristic, and this phase is deemed 
to be a final, mature, well- adjusted state of grace (Goffman, 1963, 
p. 102). Therefore, although the courtesy stigma might have nega-
tively affected interpersonal relationships, it also could contribute 
to the individual's growth. Thus, it is crucial to assess and intervene 
in the courtesy stigma faced by parents of children with genetic con-
ditions in genetic counseling sessions, to facilitate a positive adap-
tation of parents. Nonetheless, there are few empirical studies on 
the courtesy stigma of parents of children with genetic conditions 
(Green, 2003; Hamlington et al., 2015; Turner et al., 2007); and 
hence, little is known about how parents cope and the outcomes of 
their courtesy stigma.

The present work aimed to evaluate the courtesy stigma of 
parents of children with Down syndrome by utilizing a qualitative 
study focused on their interpersonal relationships. Specifically, 
we investigated parents’ experience of courtesy stigma, their 
coping strategies, and their tactics of information disclosure. 
Then, we developed a model of their adaptation processes with 
the aim of revealing useful insights to support parents in genetic 
counseling.

2  |  MATERIAL S AND METHODS

2.1  |  Study population and recruitment

This study was conducted at Ochanomizu University and was 
approved by the Institutional Review Board (approval number: 
2018- 10). Parents with children with Down syndrome were eli-
gible to participate in this study. The study population included 
23 parents from 22 families: 18 parents were recruited through 
two Japanese family associations related to Down syndrome, and 
five parents were referred by participants (snowball recruitment 
strategy). CK and MS had no prior relationships with the study 
participants, while MW and HM had met two participants at a 
symposium related to Down syndrome. The participants were 
told about the study before the interviews, whose aims were to 
elucidate the experiences of parents in interpersonal relation-
ships and to provide useful findings for genetic counseling. The 
participants were also informed that they had the right to with-
draw from the study at any time, but no one dropped out. Written 
consent was obtained from each participant before the interview. 
All participants were Japanese. The surveillance period was from 
April to July 2019.

What is known about this topic

Parents of children with Down syndrome face courtesy 
stigma in their daily lives, although there are few reports on 
coping and outcomes related to courtesy stigma. Courtesy 
stigma affects parenting and parents' psychological health, 
and thus, it is crucial to assess and intervene in the courtesy 
stigma faced by parents through genetic counseling sessions.

What this paper adds to the topic

Parents of children with Down syndrome in our study 
perceived and experienced multidimensional courtesy 
stigma, and they developed various coping strategies in 
combinations of passive– active and internal– external, as 
well as tactics of information disclosure. We developed a 
recurrent model of parents' adaptation process of courtesy 
stigma from the intermediate to the transcendent stage.
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2.2  |  Data collection

We conducted 23 semi- structured interviews (22 in- person and 
1 telephone) according to an interview guide. It was designed to 
elicit the experiences in interpersonal relationships of parents 
with a child with Down syndrome. We focused on three themes: 
(a) negatively perceived interpersonal experiences and coping 
strategies; (b) information disclosure about a Down syndrome 
diagnosis and others’ responses to the disclosure; and (c) posi-
tively perceived interpersonal experiences. We also asked for 
demographic information and rated the severity of the child's 
condition of Down syndrome on a scale of 0 (unaffected) to 10 
(severely affected) in the interview. We did not use the term 
‘stigma’ during the interviews, because it is not a general word 
in use in Japan, and it is preferable to avoid bias, as it might 
have implied that respondents should feel stigmatized (Sankar 
et al., 2006). Interviews were conducted by one investigator 
(MW), a genetic counselor with more than 5 years of experience. 
The average interview time was about 60 min (42– 106 min) and 
all interviews were conducted in a private room. For one family, 
both parents participated in the study, and separate interviews 
were conducted for each parent. Data saturation was judged by 
richness and interpretability, and these were ascertained by con-
stant comparison.

2.3  |  Data analysis

Interviews were audiotaped and transcribed, and then analyzed 
based on a grounded theory approach (Corbin & Strauss, 1990; 
Saiki- Craighill, 2016). The data analysis consisted of three types 
of coding procedures: open coding, axial coding, and selec-
tive coding. First, we read the texts carefully; each section was 
extracted based on the meaning of the context and provided 
properties and dimensions. Then, we labeled each section using 
properties and dimensions, and organized labels into categories 
using comparisons. Second, a structural framework, composed 
by a set of conditions, actions/interactions, and consequences, 
was used to explore a phenomenon's structure. Then, the rela-
tionships between categories were determined by properties and 
dimensions to explore the flow of the process. Third, we created 
synthesized thematic diagrams, based on the categories, proper-
ties, and dimensions. Coding of five transcripts was performed 
in duplicate by two investigators (MW and CK, a psychologist) to 
check for coding inconsistencies and to validate the coding sche-
mata. Coding discrepancies were rectified and adjusted accord-
ingly. The other transcripts were analyzed by MW and checked 
by CK, after which we discussed the data analysis on a regular 
basis. For categorization, we referred to previous works on 
stigma (Goffman, 1963; Turner et al., 2007). Data were entered 
into MAXQDA 2018 (VERBI Software GmbH, Berlin, Germany), a 
qualitative analysis software package.

3  |  RESULTS

3.1  |  Demographics

Table 1 shows the demographic characteristics of the parent- 
participants and their children with Down syndrome, including the 
parents’ perceptions of the severity of their child's condition. The 
parents’ average age was 47.9 years (35– 63 years, SD = 7.8) and their 
child's average age was 9.7 years (0– 19 years, SD = 6.3).

3.2  |  Preconceptions about Down syndrome and 
perceived courtesy stigma

Parents recalled their past multiple preconceptions about Down 
syndrome before having a child (n = 20). For example, parents re-
ported that they used to have vague negative images, such as ‘all 
Down syndrome children have the same face’ and ‘it is hard to live with 

TA B L E  1  Characteristics of participants (n = 23)

Participants n (%a)

Female 19 (83)

Male 4 (17)

Age range (years) 35– 63

35– 39 3 (13)

40– 49 10 (43)

50– 59 9 (39)

≧60 1 (4)

Living place

Japan (Tokyo and metropolitan region) 22 (96)

Otherb 1 (4)

Children with Down syndrome

Daughter 12 (52)

Son 11 (48)

Age range (years) 0– 19

<1 4 (17)

1– 6 4 (17)

7– 11 6 (26)

>11 9 (39)

Diagnosis

Prenatal 1 (4)

Prenatally suspected and postnatally diagnosed 3 (13)

Postnatal 19 (83)

Severity range reported by parents 3– 7

Average 4.7

Number of children with siblings 13 (57)

aPercentages are rounded off to the nearest whole number.
bOne participant moved to the United States after having a child with 
Down syndrome.
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Down syndrome’. Furthermore, parents recalled that they were igno-
rant and indifferent at that time.

Parents reported the following content categories of perceived 
courtesy stigma (n = 20). The first was their experience of negative 
emotions when their child was suspected of having and was then diag-
nosed with Down syndrome, including anxiety, disappointment, guilt, 
sadness, and anger. The second was a sense of suspicion and vigilance 
against others. That sense was derived from concerns about whether 
other people would notice that their child had Down syndrome from 
the child's appearance, which they then responded to negatively, or 
felt confused. The third was that they realized their own prejudice 
against Down syndrome when they had their own child.

3.3  |  Experienced courtesy stigma

In the interviews, approximately half of the participants responded 
that they had not had obvious negative experiences in interpersonal 
relationships, at least until school- going age (n = 11; mother n = 7, 
father n = 4). However, the analysis extracted 10 types of courtesy 
stigma experience. Table 2 shows the 10 types of courtesy stigma 
experience and the examples reported by parents. The 10 types of 
courtesy stigma experience were furthermore divided into the cat-
egories of obvious, which was overt typical stigma experiences, and 
ambiguous.

As obvious experiences from strangers, respondents identified 
‘devaluing remarks and attitudes’ and ‘intrusive inquiries’ mainly 
from other children when parents were present with their own 
child. However, some parents reported these experiences by adult 
strangers; their children were aged over 14 years, except for one 
(6- year- old). Meanwhile, stereotyping remarks and attitudes and 
overly concerned attitudes were mainly made by medical staff at 
hospital. Attributional ambiguous remarks that made parents unsure 
about the speaker's intention were mainly reported by parents with 
an infant or toddler. For example, parents felt difficulty in answer-
ing the question about their own child's age from adult strangers. 
Parents were uncertain whether they should answer honestly. One 
mother said that she changed her response depending on her mood 
(41- year- old mother, 5- year- old son).

3.4  |  Coping strategies to deal with 
courtesy stigma

The participants used various coping strategies to deal with perceived 
and experienced courtesy stigma. These were categorized in combi-
nations of passive– active and internal– external strategies (Table 3).

3.4.1  |  Passive/internal coping strategies

This strategy was used mainly for perceived courtesy stigma. Parents 
concealed their child's diagnosis, or did not disclose any information 

about their child's diagnosis to others, and this period lasted vari-
ously between 1 month and 2 years. One mother reported that she 
concealed her child's face in a sling. Attribution restoration was the 
feeling of wishing to get back to one's past own situation before 
having a child, involving the feeling of wishing away the existence 
of one's own child; for example: one mother recalled that, during 
her pregnancy, after suspecting the fetus had Down syndrome, 
‘I thought, just for a moment, that my baby and I might be happier if 
she was never born…’ (35- year- old mother, 10- month- old daughter); 
another mother reported ‘I hate unusual situations…I hoped that she 
would get out of my life…’ (45- year- old mother, 9- year- old daughter). 
Attribution restoration included wishing to escape, focusing on a 
sibling without Down syndrome, and avoiding family association. In 
addition, parents socially withdrew by staying at home and not con-
tacting others except for visits to hospital.

3.4.2  |  Passive/external coping strategies

Ignoring was reported as a coping against courtesy stigma experi-
ences. For example, in dealing with devaluing remarks, parents 
pretended as if they did not hear them. Similar strategies included 
offering tentative apologies or thanks.

3.4.3  |  Active/internal coping strategies

First, the most reported strategy was employing indifference. This 
strategy was used for both perceived and experienced courtesy 
stigma. For example, in response to staring, ‘I said to myself that 
people can stare at us if they wish…’ (50- year- old mother, 9- year- old 
son); in response to a pitying remark, ‘I think it is OK if you think so’ 
(63- year- old father, 9- year- old daughter). Two parents reported that 
they became better at dealing with others’ negative attitudes, such 
as social distancing and devaluing remarks, and they developed their 
coping style over time: ‘…I can talk with other parents even if they do 
not understand, I can handle better at social situations’ (44- year- old 
mother, 6- year- old daughter); ‘I think I do not need to say anything to 
people who would never accept…I was trained [from others] not to care…’ 
(49- year- old mother, 15- year- old son). In addition, parents reported 
adopting an objectifying style; for example, in response to staring, 
one parent said, ‘I thought it is the same as my old self’ (50- year- old 
mother, 8- year- old son); and in response to pitying remarks, one 
parent said, ‘I understood that this is what society is like’ (57- year- old 
mother, 19- year- old son).

Second, assigning meaning to social exchanges against experi-
enced courtesy stigma was reported. For example, one parent said 
about staring, ‘… [they] just want to see, since they are not used to 
seeing…’ (50- year- old mother, 9- year- old son); another parent com-
mented about intrusive inquiries as follows: ‘I understood it was a pure 
response to something unfamiliar’ (45- year- old father, 10- year- old 
son). In addition, information gathering and preparing for courtesy 
stigma experiences were reported as ways of coping with perceived 
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courtesy stigma. Parents reported that they felt relief through gath-
ering useful information and selecting convenient information for 
themselves. Preparation included deciding how to respond to deval-
uing remarks. Other coping strategies to deal with social discrimina-
tion when entering kindergarten or school included asking for advice 
and exploring options, for example, selecting a nursery school other 
than a private kindergarten.

3.4.4  |  Active/external coping strategies

This strategy was used for experienced courtesy stigma. Taking the 
offensive was mostly directed toward educators but sometimes also 
toward strangers. For example, in response to staring, ‘I ask what…
what are you looking at? … I create expression… are you looking for a 
fight?' (50- year- old mother, 9- year- old son); ‘I purposely show our 
close relationship with my son and how fun we are’ (55- year- old mother, 
19- year- old son).

Educating others was directed toward various groups of 
people, including strangers, friends, and educators. This coping 
strategy was also used to answer intrusive inquiries. One parent 

reported that the aim of her explanations had morphed into get-
ting others to understand about all children with intellectual and 
developmental disabilities: ‘I explain properly to people who seem 
to misunderstand us now but might stand by our sides in the future…
There are a lot of children like my child…’ (49- year- old mother, 
15- year- old son).

3.5  |  Information disclosure

Information disclosure was categorized as proactive, reactive, inter-
mediate, and one- way styles.

Parents used the proactive style, a type of active disclosure 
(n = 22), when they were used to people who would understand 
their child's diagnosis and when the disclosure was conventional, 
mostly to their own parents immediately after the diagnosis. 
Parents also actively disclosed the diagnosis to business associ-
ates as an excuse, because it affects their work operations. In ad-
dition, parents used it as a defense against other parents whose 
children attended the same nursery school. Meanwhile, parents 
used the reactive style (n = 22) when they considered the timing 

TA B L E  2  Ten types of courtesy stigma experiences

Category n (%a) Example

Obvious

Devaluing remarks/
attitudes

17 (74) When my child was around 3 years old…I was putting the child on a bicycle, when a boy came up and said 
‘strange face’ (50F, 8M)b; When I told my close friend that my child had Down syndrome, she said ‘You 
did not undergo amniocentesis, did you?’ (55F, 16M).

Social discrimination 16 (70) Although I wanted to have my child enter a private kindergarten…many of them rejected us from the 
beginning… (44F, 6F); I hoped that my child could enter a mainstream elementary school…his friends 
all went there, it's just a short walk…, but we were refused… (55F, 16M).

Stereotyping remarks/
attitudes

13 (57) The medical staff did not say ‘congratulations’ much to me, and I thought they should say it (54F, 15M); 
When I was an inpatient in the obstetric department, the nurse…elderly helper for cleaning was there…
said ‘such kids are really angels’ …even though the test results had not come back yet… (46F, 6F).

Staring 11 (48) People often stared at us when we were on the train (53F, 19F).

Social/physical 
distancing

6 (26) Some mothers avoid children with disability…they seem to believe that a disabled child would be born if 
such a child is near them (45F, 9F).

Intrusive inquiries 5 (22) Other children of the same age living in the same apartment sometimes asked ‘Why can't she speak well?’ 
(44F, 6F).

Ambiguous

Pitying remarks 13 (57) The elder people who happened to sit next to each other on the bus, or who we met in the supermarket…
said ‘Poor thing, good luck’ (49F,15M); The boss said ‘That's too bad’ when I told him that my child has 
Down syndrome (50F, 8M).

Overly concerned 
attitudes

10 (43) I felt (medical staff) tried not to touch the topic of my child in the obstetric clinic (44F, 6F); (Medical staff) 
really treated me with kid gloves…they deliberately isolated me in a room where there was no one else 
(45F, 9F).

Attributional ambiguous 
remarks

3 (13) When others say that my child is pretty, I wonder whether they suspect (about the Down syndrome) … (37F, 
0M); I feel difficulty when strangers who I meet on the train or in the elevator…say ‘Oh, he is pretty, 
how old is he?’ because the child is small and cannot speak well (41F, 5M).

Excessive civil 
inattention

2 (9) There were people on the train and bus who looked away as if they didn't notice us… (63M, 9F).

aPercentages are rounded off to the nearest whole number.
b(Parent's age and sex, child's age and sex); F: female (mother/daughter); M: male (father/son)
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was right. Parents used this style mostly to their friends. Parents 
disclosed at the time of conversation about the child, when they 
were contacted for an unrelated matter, or when they met with 
friends together with their child. Some parents reported that they 
disclosed to friends who would understand and would maintain 
contact.

The intermediate style was used for disclosure to siblings of 
children with Down syndrome (n = 11). Parents disclosed to sib-
lings when they noticed the developmental delay of the child with 
Down syndrome, were old enough to understand, or some life event 
triggered the disclosure. Some parents reported that they disclosed 
the diagnosis to siblings as early as possible. The ways to disclose 
included responding to the topic as presented on television or a cor-
responding tool, giving a related book, and attendance of activities 
concerning Down syndrome. During disclosure to siblings, some 
parents used the term ‘Down syndrome’ while others did not. One 
parent reported that they talked about Down syndrome repeatedly 
to the sibling.

Three parents reported a one- way style, mainly through social 
networking sites (SNS) (n = 2). By this style, parents could convey 
the information without knowing the reaction of others, although it 
is unclear whether others received the information or not. Another 
parent sent a picture of her child to friends in an e-mail, with the 
expectation that the friends would notice the child had Down syn-
drome from the facial appearance.

All parents reported that they disclosed information about the 
diagnosis of their child to someone, but nine parents reported that 
they sometimes selected non- disclosure. The reasons for non- 
disclosure were as follows: parents predicted that the responses of 
others would be negative and that others would notice from the ap-
pearance of their child without disclosure. Some parents planned to 
disclose the information depending on the necessity for it and who 
the person was.

3.6  |  Responses of disclosure and connection 
with others

The responses after information disclosure were sometimes re-
ported as courtesy stigma experiences, such as devaluing remarks 
and attitudes, stereotyping remarks and attitudes, and unwelcome 
pitying remarks by friends, their parents, and work acquaintances. 
However, many parents reported that others did not react so much 
immediately after disclosure (n = 21).

The overall responses of others after the information disclo-
sure were mostly positive (n = 20), and they were categorized into 
remarks and attitudes that were understanding/accepting, sup-
porting, and cherishing. Such positive experiences in interpersonal 
relationships were widely reported by all respondents, not only in 
response to their disclosure about their children's diagnosis, but also 
in their daily lives. For example, supporting remarks and attitudes 
were reported as the experience from medical staff in hospitals by 
16 parents.

Furthermore, reverse disclosure as a reciprocal form of disclosure by 
friends, other parents, and work acquaintances was reported by eight 
parents. For example, one parent said, ‘My friends said that…as a matter 
of fact, my cousin is…my relative is…also, I used to attend a special school 
for an illness for a while…they shared their own stories…I was relieved that I 
knew there are a lot of people like me…since I had felt like I lived in a different 
world up to that point…’ (37- year- old mother, 9- month- old son). In addi-
tion, three parents reported that they had received acknowledgement 
as a parent from their own mother or father. For example, one parent 
reported, ‘My father said that maybe your daughter chose you [because you 
can raise her]’ (40- year- old father, 9- year- old daughter).

3.7  |  Relationships with peers

Fifteen parents reported positive experiences in relationships with 
peers. Ten parents reported having encounters and connections 
with parents in the same situation, and changed their feelings and 
thoughts through these connections; for example, parents no longer 
felt it was necessary to conceal the diagnosis. Thirteen parents re-
ported that they could talk with their peers more easily, and could 
feel their empathy. Seven parents reported that they received more 
information from their peers, and such information included pros-
pects for the development of their own child. Two parents reported 
that peers cherished their child.

3.8  |  Relationship with one's child

Most parents reported positive experiences in their relationships 
with their children (n = 22). Having a child with Down syndrome 
made nine parents realize the importance of life. For example, one 
parent said, ‘I understood the most important thing is a life…I am 
grateful she is living…I am happy that she is here rather than mind-
ing that she has Down syndrome…’ (42- year- old mother, 7- month- old 

TA B L E  3  Passive– active and internal– external coping strategies 
to deal with courtesy stigma

Category Types of coping strategies n (%a)

Passive/internal Concealing 8 (35)

Attribution restoration 4 (17)

Social withdrawal 2 (9)

Passive/external Ignoring 9 (39)

Active/internal Employing indifference 16 (70)

Assigning meaning to social 
exchanges

13 (57)

Information gathering 9 (39)

Preparing for courtesy stigma 
experiences

3 (13)

Asking advice 2 (9)

Exploring options 2 (9)

Active/external Taking the offensive 10 (43)

Educating others 10 (43)

aPercentages are rounded off to the nearest whole number.
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daughter). Seven parents highlighted the cuteness of their children. 
Ten parents reported that childcare was enjoyable. Eight parents 
reported on the growth of their child, leading to changes in parents’ 
feelings and thoughts, and increased confidence as parents. Three 
parents reported that caring for a child with Down syndrome was 
easy. Two parents reported that their own prejudice against Down 
syndrome reduced after having a child with Down syndrome.

3.9  |  Adaptation process toward 
transcendent stage

As described above, parents encountered multiple types of courtesy 
stigma and used various coping strategies along with information 
disclosure tactics. Through those experiences they experienced per-
sonal changes as an outcome of having a child with Down syndrome 
with regard to interpersonal relationships (n = 21). In Figure 1, we 
illustrate a model of parents’ adaptation process.

During the adaptation process, parents reported several per-
sonal changes: (a) enhanced interpersonal relations (n = 13); (b) en-
hanced compassion (n = 10); (c) expanded perspectives (n = 21); and 
(d) enhanced social connections (n = 8). The first change, enhanced 
interpersonal relations, included the expansion and deepening of 
interpersonal relationships. For example, one parent reported ‘My 
social relationships have expanded explosively, such that I have encoun-
tered various people who I would not have met if I had a child with typical 
development’ (55- year- old mother, 16- year- old son); another parent 
reported ‘Only good people have come in contact with me…they have 
an interest in and understanding about my son. They are kind, loving, 
and honest’ (54- year- old mother, 15- year- old son).

The second change, enhanced compassion, included feelings of 
increased warmth for people with disabilities. In addition, parents 
began to think about others’ situations and developed an over-
whelming need to serve others. For example, ‘I came to think seriously 
how I could support people who actually need help’ (63- year- old father, 
9- year- old daughter); ‘I became tolerant…whereas I had been inclined 
to think “why can't [they] do it, why don't [they] do it?” I came to under-
stand that there are people who cannot do it. Now, I honestly think it is 
enough for each person to do within their own capacity…’ (45- year- old 
mother, 9- year- old daughter).

The third change, expanded perspectives, included changes 
in views about people with disabilities. For example, one parent 
said, ‘When I see someone with Down syndrome on the street, I feel 
like we are members of a fellow community…like coming from the 
same planet…’ (50- year- old mother, 9- year- old son). Another par-
ent said, ‘I have gained different perspectives on children with dis-
abilities, not only Down syndrome but also children with autism or 
those in a wheelchair, and I feel close to them’ (37- year- old father, 
10- month- old daughter). In addition, parents reported expanding 
their own world view, and developing views of diversification, in-
clusion, and globalization. One parent said, ‘I realized that the world 
consists of diverse people and that makes our society [even more] in-
teresting’ (40- year- old father, 9- year- old daughter). Furthermore, 

parents became interested in society and desired to make society 
better. For example, one parent reported, ‘I think I used to be narrow 
minded before. I have come to notice various things more…I used to be 
unconcerned about incidents but now I have come to stop and think’ 
(55- year- old mother, 16- year- old son).

The fourth change, enhanced social connections, included im-
parting information about Down syndrome to society, and improved 
awareness of others. This also included parents considering them-
selves to be interpreters for their children and advocates for the 
rights of children with Down syndrome. For example, one parent 
said, ‘I have recently realized that people start to get to know about 
Down syndrome [if I explain to them]…I think I will be an evangelist…to 
let others know about positive aspects of Down syndrome’ (45- year- old 
father, 10- year- old son).

3.10  |  Conflict of intermediate situation

Participants reported continuous challenges in their daily lives as 
parents of children with Down syndrome (n = 22). The first chal-
lenge was ongoing prejudice from others and themselves (n = 15). 

F I G U R E  1  Hypothesis model of the adaptation process of 
individuals in the intermediate situation. Notes: Gray squares 
represent own standpoint, and white squares others’ standpoint. 
The left square represents the category of people with typical 
development (TD); the right square the category of people with 
intellectual and developmental disabilities (IDDs), including Down 
syndrome; and the middle the category of people in the intermediate 
situation. Before having their own child, parents have preconceptions 
about Down syndrome and consciously or unconsciously consider 
their own category to differ (I). Upon diagnosis of their own child, 
parents are placed in an intermediate situation, in which there is 
perceived and experienced courtesy stigma (II). However, parents 
develop coping strategies and through interpersonal relationships 
with others (III), they reach the transcendent stage (IV). Note that a 
passive coping strategy (III, upper, showing ‘passing’) develops into an 
active coping strategy (III, bottom)

III

II
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Parents sometimes compared their children with other children with 
typical development, and then felt disappointment, needing to man-
age their feelings. For example, one parent reported, ‘…my prejudice 
was strong…[society] has excluded people with less ability…I admit that I 
also used to have the same thoughts. I deeply believe that the enemy was 
within me…and probably the enemy would have continued to be there…
[things are] not all or nothing’ (45- year- old father, 10- year- old son). 
Another parent reported, ‘There is probably no such thing as 100% 
being bothered or burden free [about Down syndrome]. I get bothered 
[with my child having] Down syndrome when I interact with others [who 
have no disability]…I think it will never go away completely’ (42- year- old 
mother, 7- month- old daughter).

The second challenge was difficulty in getting understanding 
from others (n = 11). Parents felt that others would never understand 
them, as they could not have understood families of children with dis-
abilities before having their own child with Down syndrome. Parents 
felt a burden, as they had to explain repeatedly. Parents also reported 
that they needed to assess whether the others understood them or 
not, and they became sensitized to others’ responses and values.

The third challenge was the perception of difficulty toward par-
ent's own children (n = 7). Parents reported the perception that their 
children's lives were hard and they could not fully understand their 
own children. One parent said, ‘I frequently think that perhaps I am the 
one who does not understand my son the most. I always underestimate 
him…I tend to think he will not be able to do this anyway…’ (55- year- old 
mother, 19- year- old son). The fourth challenge was the physical and 
temporal burden as a parent (n = 18), including frequent visits to 
hospital and school. Parents also reported a lack of information, 
need for preparation for the future, and difficulty coordinating be-
tween siblings, where one had Down syndrome and another did not. 
Furthermore, five parents reported difficulties in getting along with 
peers.

Figure 2 depicts the recurrent model of the adaptation process 
of parents, which explains the association of category groups ex-
tracted in this study. For example, parents experience a recurrent 
intermediate situation and conflict, which necessitate a coping strat-
egy that would lead to the transcendent stage.

4  |  DISCUSSION

This study aimed to provide a comprehensive understanding of the 
experiences related to the courtesy stigma of parents of children 
with Down syndrome. The results from this qualitative study yielded 
three major findings on 1) perceived and experienced courtesy 
stigma, 2) coping strategies and information disclosure, and 3) trans-
cendent stage and a recurrent model of adaptation process.

4.1  |  Perceived and experienced courtesy stigma

Parents perceived courtesy stigma by a diagnosis of a child, since 
they were indifferent about Down syndrome before, and then they 
were concerned about discrimination from others. However, the 
findings showed that obvious courtesy stigma experiences in inter-
personal relations were not common in the daily lives of parents of 
children with Down syndrome, contrary to our predictions. In ad-
dition, the experience of intrusive inquiries was reported to be less 
than in previous research that represented courtesy stigma expe-
riences of parents of children with Proteus syndrome (22% versus 
81%) (Turner et al., 2007). Instead, ambiguous discrimination experi-
ences, such as excessive civil inattention and overly concerned at-
titudes, were characteristically observed in this study.

This finding is possibly due to the time differences among previous 
reports, coinciding with recent public perceptions that discrimination 
is reprehensible. In recent years, social discrimination has become an 
important public issue (Stein & Stein, 2007), and in Japan, a law prohib-
iting discrimination against individuals with disabilities was enacted in 
2013 and executed in 2016. Our findings that obvious courtesy stigma 
experiences, such as devaluing remarks and attitudes and intrusive 
inquiries from adult strangers, were mainly reported by parents with 
older children, which would support this societal change.

The second possible cause of differences from previous studies is 
cultural differences. It has been reported that experiences of stigma 
differ by culture (Ali et al., 2012; Gaff & Clarke, 2007; Rozario, 2007). 
Japanese people tend to behave more passively in interpersonal 

F I G U R E  2  Association of main 
categories of parental adaptation process 
related to courtesy stigma. Note: Grey 
squares represent the main category 
extracted by the analysis. The figure 
explains the recurrent model of the 
adaptation process Coping Strategies
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relationships, as shown by the fact that civil inattention is more com-
mon in Japan than in the United States (Patterson et al., 2007). In 
addition, since educational inclusion has not been developed in Japan 
yet (Kayama, 2010), most people do not understand how to form re-
lationships with individuals who have Down syndrome. In our study, 
some participants reported experiencing opposition to their child 
with Down syndrome entering a private kindergarten or elementary 
school. Furthermore, many participants reported that immediately 
after information disclosure, others did not react much, suggesting 
that they did not know how to react at that moment.

4.2  |  Coping strategies and information disclosure

Although there are few reports examining coping against courtesy 
stigma (Ali et al., 2012), the coping strategies extracted in this study 
are similar to those of a previous report (Turner et al., 2007). In ad-
dition, this study showed that the most selected style for parents 
was the internal way of employing indifference. The coping style 
probably differs according to the type of courtesy stigma experi-
ences, because previous research has shown that parents reported 
the experience of intrusive inquiries being the most common, and 
that it was preferable to have the chance to educate others (Turner 
et al., 2007). In this study, ambiguous discrimination experiences 
were observed frequently; therefore, internal coping style was se-
lected more by parents than any other style.

Second, the coping style was inferred to differ over time. A 
previous report suggested that parents’ coping strategies against 
courtesy stigma experiences would develop over time and they 
became much better at employing indifference with time (Turner 
et al., 2007). In line with this finding, this study showed the possibil-
ity that coping style develops as time advances, as parents reported 
that they became better at dealing with others’ negative attitudes. 
Accordingly, although the parents selected a passive way probably 
to avoid psychosocial effects to themselves and to protect their own 
children, it can be considered important to develop coping strate-
gies in an active way. However, from the viewpoint of coping with 
stress, coping strategy is postulated to have psychological conse-
quences (Penley et al., 2002; Van der Veek et al., 2009). For instance, 
emotion- oriented coping is a predictor of parental stress in parents 
of children with Down syndrome (Dabrowska & Pisula, 2010), sug-
gesting that identifying the coping strategies of parents in genetic 
counseling would be beneficial for understanding parental psycho-
social status.

Concerning information disclosure, various styles were used 
by parents according to the subjects, relationships, and aims of 
disclosure. Interestingly, the extent of disclosure was not always 
associated with adaptation level, since some parents used active 
disclosure as an excuse and defense against others, which is con-
sidered as a coping strategy against perceived courtesy stigma. In 
addition, extraction of the one- way style was a characteristic of this 
study, reflecting how SNS have become popular in modern society. 
As for the response of others after information disclosure, reverse 

disclosure was characteristically observed as a reaction of friends 
and work acquaintances. Mutual disclosures have positive effects 
on interpersonal relationships (Sprecher et al., 2013), suggesting that 
information disclosure leads to good connections with others and 
psychological well- being for parents.

4.3  |  Adaptation process and transcendent stage

Having a child with Down syndrome led to the outcome of connect-
ing with others. The connections with and understanding from oth-
ers were suggested to be caused by information disclosure and the 
active coping style of educating others. Enhanced relationships with 
peers and own child reduce parental prejudice and courtesy stigma 
perceptions (Green, 2003; Pyle et al., 2018), suggesting that these 
connections play an important role in the adaptation process for 
courtesy stigma.

Similar to previous studies that showed that parents perceived 
they had grown themselves by having a child with Down syndrome 
(Marshak et al., 2019; Skotko et al., 2011), our study, which fo-
cused on courtesy stigma, revealed growth in parents. For exam-
ple, parents became advocates for intellectual and developmental 
disabilities, which was also indicated as being the result of discrim-
ination in a previous report (Krueger et al., 2019). Interestingly, 
our findings showed that the change could be considered from 
the intermediate situation to the transcendent stage, as shown by 
enhanced interpersonal relationships, compassion for people with 
and without Down syndrome, views of diversification or global-
ization, and social involvement, and these changes indicate that 
the barrier between people with and without Down syndrome has 
disappeared. Meanwhile, the conflict of the intermediate situation 
re- emerged, suggesting that the transcendent stage is not the 
goal, but is an important process for life as a parent of a child with 
Down syndrome. Therefore, even if parents experience the tran-
scendent stage, it is necessary to provide continuous appropriate 
support for them.

Finally, we should consider the ability of our model to apply to 
other genetic conditions. For parents of children with Down syn-
drome, it is relatively easy to connect to social support, including 
family associations, because of high birth frequency and it is widely 
known in society. It has been reported that parents experience 
positive aspects to have a child with Down syndrome and adapt 
well (Choi & Van Riper, 2017; Hodapp, 2007; Lenhard et al., 2005; 
Skotko et al., 2011); this is sometimes referred to as the ‘Down 
syndrome advantage’. In addition, it has been suggested that the 
families of children with Down syndrome have lower stress and 
higher well- being than the families of children with other genetic 
conditions (Abbeduto et al., 2004; Lanfranchi & Vianello, 2012). 
Therefore, it is important to consider the characteristics of the 
condition to deal with the courtesy stigma of parents of children 
with other genetic conditions in genetic counseling and to support 
connections with peers, especially for parents of children with 
rare conditions.
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4.4  |  Implications for practice

This study showed various experiences of parents with medical 
staff in hospitals. Many positive experiences, including attitudes 
and remarks of support, were reported by participants, but at the 
same time, parents also reported negatively perceived experiences, 
including overly concerned attitudes and stereotyping assessment. 
For medical staff, the assessment of the family of children with 
Down syndrome is an important task to consider in supporting the 
family, but they should carefully avoid stereotyping assessment. In 
addition, the overly concerned attitudes may be derived from try-
ing to conceal one's own prejudice; therefore, medical staff need to 
acknowledge their own stigma and perceptions of Down syndrome.

Our findings could be used to understand and intervene in sit-
uations of parents of children with genetic conditions in genetic 
counseling. For example, if parents are in an avoidance state wishing 
away the existence of their own child, it may involve the process 
of attribution restoration. In such cases, it would be beneficial for 
support providers to show empathy and understanding for parents, 
helping to reduce their feelings of guilt. If parents adopt a passive 
coping style, such as concealing or ignoring, it should be respected 
as a process of adaptation, and parental psychological status needs 
to be considered carefully. In addition, genetic counseling providers 
could offer information on active coping styles, various approaches 
to disclosure, and their potential outcomes, which could then be 
discussed with parents. In prenatal genetic counseling, information 
could be provided to show that obvious negative experiences are 
not common, and parents could develop coping strategies as a re-
sult. Furthermore, genetic counseling providers should make effort 
to provide continuous support to ease the burden of childcare and 
to promote connections with peers.

4.5  |  Limitations

The study's participants were all Japanese. Thus, the results may be 
affected by cultural characteristics. Furthermore, the parents par-
ticipated in this study actively by themselves, and thus, they may 
have the characteristic of tending to connect with others actively. 
In addition, this study was an exploratory study on a small scale; 
while we developed one empirical model, there may be other poten-
tial models for different cases. Therefore, it is necessary to validate 
the findings, including the process of adaptation on a large scale. It 
would be useful to apply our model to various other genetic condi-
tions through further research.

5  |  CONCLUSIONS

This study revealed the experiences of parents of children with Down 
syndrome in interpersonal relationships. Obvious negative experi-
ences were not common in their lives. However, 10 categories were 
extracted as courtesy stigma experiences, and parents developed 

passive– active and internal– external coping strategies to deal with 
perceived and experienced courtesy stigma. Through active interper-
sonal relationships, parents reached the transcendent stage, which 
no longer acts as a barrier between people with and without Down 
syndrome. Nevertheless, the transcendent stage was not the goal. 
Our adaptation model could enhance understanding of parents of 
children with Down syndrome, encourage empathetic responses to 
them, promote parents’ adaptation, leading to enhanced support in 
interpersonal difficulties for parents in genetic counseling.
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