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BACKGROUND: Two decades after the introduction of Swedish legislation that allows children born as a result of gamete donation access
to identifying information about the donor, a nationwide multicentre study on the psychosocial consequences of this legislation for recipients
and donors of gametes was initiated in 2005. The aim of the present study was to investigate recipient couples’ attitudes and behaviour
regarding disclosure to offspring and others, attitudes towards genetic parenthood and perceptions of information regarding parenthood
after donation.

METHODS: The present study is part of the prospective longitudinal ‘Swedish study on gamete donation’, including all fertility clinics per-
forming donation treatment in Sweden. A consecutive cohort of |52 heterosexual recipient couples of donated oocytes (72% response) and
|27 heterosexual recipient couples of donated sperm (81% response) accepted participation in the study. In connection with the donation
treatment, male and female participants individually completed two questionnaires with study-specific instruments concerning disclosure,
genetic parenthood and informational aspects.

RESULTS: About 90% of participants (in couples receiving anonymous donated gametes) supported disclosure and openness to the off-
spring concerning his/her genetic origin. Only 6% of all participants had not told other people about their donation treatment. Between 26
and 40% of participants wanted additional information/support about parenthood following donation treatment.

CONCLUSIONS: Two decades after the Swedish legislation of identifiable gamete donors, recipient couples of anonymously donated
sperm and oocytes are relatively open about their treatment and support disclosure to offspring. Recipient couples may benefit from
more information and support regarding parenthood after gamete donation. Further studies are required to follow-up on the future
parents’ actual disclosure behaviour directed to offspring.

Key words: gamete donation / assisted reproduction / psychology / disclosure / legislation

Introduction

Since 1985 all offspring in Sweden born from donated gametes have
had the right to obtain identifying information about the donor
when they are sufficiently mature (Stoll, 2008). ‘Sufficiently mature’
is not defined as a specific age in the law. However, in the government
advisement, it is defined as the age of majority, i.e. 18 (SOSFS, 2007).
Several countries have followed and currently || jurisdictions allow

only identifiable donors (Blyth and Frith, 2009). Donation treatment
with identifiable donors entails a two-step disclosure process:
sharing with the child that he/she was conceived with donated
oocyte or sperm and informing the child of his/her legal right to
obtain identifying information about the donor. In Sweden, The
National Board of Health and Welfare recommend the physicians to
make sure that couples applying for donation treatment will tell the
offspring about his/her genetic origin.
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However, legislation is not a guarantee for offspring to access
knowledge about their genetic origin (Stoll, 2008). Two Swedish
studies on parents of donor insemination-conceived children (con-
ducted since the introduction of the 1985 legislation) found that
<20% of parents had told their children (age: |—15 years) about
the donation (Gottlieb et al., 2000; Leeb-Lundberg et al., 2006). In a
follow-up of the Gottlieb study, more than half of the parents had
told their offspring (first child aged 5—15 years) about the donation,
but it was less common to inform the child about his/her right to
obtain information about the donor’s identity (Lalos et al., 2007). In
a recent study from New Zealand, where clinics have encouraged dis-
closure since 1985 and legislation on identifiable donors has been in
place since 2004, 35% of donor insemination offspring aged |7-21
years had been told about their conception (Daniels et al., 2009).
According to a review on gamete donation (van den Akker, 2006),
oocyte recipients are, in general, more favourable towards disclosure
(26—70%) than are sperm recipients (10—30%).

One common aspect among oocyte and sperm recipients is that
most couples talk to someone outside the family about the treatment.
In Swedish (Gottlieb et al., 2000; Leeb-Lundberg et al., 2006; Lalos
et al, 2007) as well as international studies (Hahn and
Craft-Rosenberg, 2002; Murray and Golombok, 2003; Klock and
Greenfeld, 2004; Daniels et al., 2009), a considerable percentage of
parents (28—70%) had told other persons about the donation, but
had not informed their child. This increases the risk that the child
finds out about his/her genetic origin by accident or from someone
other than the parents, something that has been reported to be a
traumatic experience for the offspring (Turner and Coyle, 2000;
Jadva et al., 2009).

The most common reasons for parents’ non-disclosure to offspring
are the wish to protect the non-genetic parent and his/her relation-
ship with the child and an uncertainty about how and when to dis-
close. Parents have reported being anxious of the social stigma
associated with infertility and expressed a fear that the child would
be upset and not see the non-genetic parent as the real parent if
he/she found out about the donation (McWhinnie, 2000; Hahn and
Craft-Rosenberg, 2002; Murray and Golombok, 2003; Golombok
et al., 2004; Lycett et al., 2005; Lalos et al., 2007). Procreating a geneti-
cally related child is considered a basic human drive and infertile
couples have been reported to prefer interventions where both
parents have a genetic link to the child (Halman et al., 1992). In the
general Swedish population, men have been found to place more
importance on the genetic link between parent and child than have
women (Skoog et al., 2003). Similarly, in a US study where participants
were asked to hypothetically choose between a genetic or gestational
relationship between woman and child, significantly more men than
women preferred the genetic relationship (Ravin et al., 1997). These
differences in attitudes may be related to the fact that a man can
only be biologically related to a child through his genes, while a
woman can also be related to a child through gestation. The
absence of a genetic link to the prospective child may have importance
for issues related to secrecy/openness regarding the donation among
recipient couples.

Another common reason for nondisclosure is uncertainty regarding
how and when to tell the child about the donation (Hahn and
Craft-Rosenberg, 2002; Lycett et al., 2005; Lalos et al., 2007; Mac
Dougall et al., 2007; Crawshaw, 2008). While counselling prospective

donors and recipients about psychosocial aspects of gamete donation,
including disclosure, is required by authorities in several countries
(Hammarberg et al., 2008; Daniels et al., 2009), studies on parent-
hood after gamete donation indicate deficiencies in the counselling
offered by the fertility clinic (Mac Dougall et al., 2007; Shehab et dl.,
2008) and the existence of a need for more information and guidelines
about disclosure (Shehab et al., 2008).

In view of the fact the Swedish legislation on identifiable donors has
now been in force for 25 years, we decided to perform a nationwide
multicentre study on the psychosocial consequences of this legislation
for recipients and donors of sperm, as well as of oocytes (allowed
since 2003). The present study constitutes the first report from this
longitudinal study. The aim of the present study was to investigate het-
erosexual recipient couples’ attitudes towards disclosure to offspring
and towards genetic parenthood, disclosure behaviour to others and
perceived need of information and support regarding parenthood
after donation. The following specific research questions were posed:

(I) What are the attitudes towards disclosure to offspring among
recipients of donated oocytes or sperm and are these attitudes
related to recipients’ gender and type of donation?

(2) To what extent do recipients of donated oocytes or sperm dis-
close undergoing donation treatment to individuals within and
outside the family?

(3) How do recipients of donated oocytes or sperm perceive the
received information about parenthood after donation and their
need for additional information or support?

(4) Are recipients’ attitudes towards the importance of genetic par-
enthood related to their gender and type of donation?

Materials and Methods

Participants and procedure

The present study is a part of the Swedish study on gamete donation, a
prospective, longitudinal study of donors and recipients of donated
sperm and oocytes. This multicentre study includes all infertility clinics per-
forming gamete donation in Sweden—i.e. clinics located at the University
hospitals in Stockholm, Gothenburg, Uppsala, Umea, Link&ping, Orebro
and Malmé.

During the 2005—-2008 period, a consecutive cohort of couples starting
donation treatment were approached regarding participation. In the
present study, only data for heterosexual recipients of donated sperm
and oocytes are included. All couples who started treatment with
oocyte or sperm donation were approached at the infertility clinics for
study participation. Persons who did not speak or read Swedish were
excluded, as were couples who did not complete at least one round of
donation treatment (i.e. insemination or transferral of >1| fertilized
oocyte). All participants were asked to individually complete two ques-
tionnaires. The first questionnaire was handed out at the clinic in connec-
tion with the treatment start, and the second questionnaire was
distributed 2 months after treatment to those who had completed the
first questionnaire. Both were distributed together with a prepaid return
envelope and a cover letter stating the purpose of the study and guaran-
teeing confidentiality. Two reminders were sent out to non-respondents
and participation was rewarded with gift vouchers (worth ~12 euros).
The present study was approved by the Regional Ethical Review Board
in Linkoping, Sweden.
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Instruments

Data collection at treatment start included self-report of participant
characteristics (age, education, use of anonymous/known donor) and atti-
tude towards genetic parenthood.

Attitude towards the importance of genetic parenthood was assessed
by four items previously used by this research group (Skoog Svanberg
et al., 2003). Two items concern the importance of a genetic link
between father/mother and child, and two items concern the perceived
importance that ‘my child resembles me physically’ and that ‘my child
resembles me in terms of behaviour’. Recipients were requested to indi-
cate their responses on a five-point Likert scale from ‘Disagree totally’
to ‘Agree totally’. In addition, respondents could choose the option
‘Cannot form an opinion’. In the present sample, Cronbach’s alpha was
0.83. The two positive and two negative responses were collapsed into
‘Agree’ versus ‘Disagree’.

Data collection 2 months after treatment included one question about
pregnancy status as well as the following instruments:

Attitude towards disclosure to offspring was assessed by six items pre-
viously used by this research group (Skoog Svanberg et al., 2003,
2008; Lampic et al., 2009). Response format was identical to that
described for ‘Attitude towards the importance of genetic parenthood’
(above). Cronbach’s alpha was 0.77.

Disclosure to others was assessed by a study-specific instrument request-
ing respondents to indicate whether they had told different groups of
individuals (e.g. own parents, siblings and friends/acquaintances)
about their undergoing donation treatment, and to report the predomi-
nant reaction (positive, negative and neutral) from these groups.

Need of information about parenthood following donation was assessed
by two study-specific questions: ‘Did you receive information about
being a parent following ococyte/sperm donation?’ with three response
alternatives (Yes, all the information that | need; Yes, but not enough;
No) and ‘Would you like additional information or support regarding
the future parenthood? with three response alternatives (Yes; No;
Unsure).

Data analysis

All analyses were performed using PASW Statistics version 8. Due to
skewness in the distribution of data, non-parametric tests were used for
all analyses. Kruskal—Wallis tests were used to analyse differences in atti-
tudes between the four subgroups (female/OD, male/OD, female/SD
and male/SD). Mann—Whitney U-tests were used as post hoc tests for
group differences between (i) men and women (without regard to treat-
ment type) and (ii) between men (women) participating in oocyte
versus sperm donation treatment. Differences in proportions between
the four subgroups (see above) were measured with x? tests. In all ana-
lyses, a P-value of <0.05 was considered significant. The potential
impact of using a known donor (8% of recipients) was investigated by
control analyses excluding these participants. Since omission of partici-
pants with known donors altered results of attitude data, we chose to
present results regarding attitudes towards disclosure and genetic parent-
hood based only on participants with anonymous donors.

Results

Recruitment and retention rates

Oocyte recipients

Of 215 eligible heterosexual couples (n = 430 individuals) starting treat-
ment with donated oocytes, 152 couples accepted participation and
completed the first questionnaire. In five couples, only one partner

chose to participate, resulting in a total of 309 individuals participating
in the study (72% response). Of these individuals, 212 also completed
the second questionnaire, i.e. 49% of the eligible oocyte recipients.

Sperm recipients
Of 158 eligible heterosexual couples (n= 316 individuals) starting
treatment with donated sperm that were approached, 127 couples
accepted participation and completed the first questionnaire. In one
couple, only one partner chose to participate, resulting in a total of
255 individuals participating in the study (81% response). Of these
individuals, 215 also completed the second questionnaire, i.e. 68%
of the eligible sperm recipients.

Responders and non-responders to the second questionnaire did
not differ in age and level of education but there was a marked vari-
ation in attrition rates for the participating clinics.

Characteristics of the sample

The mean age of participants was 34.2 years (SD 4.7) and they were
well educated, with 48% of participants reported to have completed
university studies (Table ). A majority of recipient couples received
gametes from anonymous donors. At the completion of the second
questionnaire, 38% of the couples experienced a current pregnancy.

Attitudes towards genetic parenthood

Table Il presents data for 516 participants collected in connection with
treatment start with oocytes/sperm from anonymous donors.
Overall, less than half of the recipients agreed with the statements
regarding the importance of genetic parenthood. Men placed signifi-
cantly more importance on the genetic link between parent and
child than did women. When comparing male recipients of donated
oocytes and sperm (i.e. men with versus those without the potential
for genetic offspring), sperm recipients placed less importance on the
genetic link between father and child and more importance on ‘that
my child resembles me in terms of behaviour’. When comparing
female recipients of sperm and oocytes (i.e. women with versus
without the potential for genetic offspring), oocyte recipients regarded
physical resemblance of their child less important.

Attitudes towards disclosure to offspring

Table Il presents results for 389 participants 2 months after receiving
oocytes/sperm from anonymous donors. About 90% of the participants
stated that parents should be honest with their child regarding his/her
genetic origin and that the child has the right to this information. Few
regarded that knowledge about the donation could harm the child’s
relationship with the non-genetic parent. About half of participants
regarded it to be in the best interest of the child to be able to learn
about the donor’s identity and disagreed with the statement that
contact with the donor can be harmful for the offspring or the family.
Men’s responses regarding future contact with the donor differed signifi-
cantly from those of women, with men giving more neutral and less
favourable responses. A considerable percentage of all participants
could not form an opinion about possible future contact with the donor.

Disclosure to others

Table IV presents the results for all study participants, including recipi-
ents of oocytes/sperm from anonymous and known donors. While
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Table I Characteristics of participants.

Total, n = 564 Oocyte recipients Sperm recipients
) ‘Women,n=157  Men,n=152  Women,n=128  Menn=127
(%) (%) (%) (%)
Age M=342(SD4.7) M=2337(SD 3.6) M =356 (SD4.5) M=322(SD4.l) M =35.0 (SD 5.6)
Education (highest level)®
Compulsory education (9 years) 39 (7) 13 (8) 13 (9) 2(2) I (9)
Secondary education (I | —12 years) 250 (44) 59 (38) 78 (51) 48 (38) 65 (51)
University education 270 (48) 84 (54) 60 (40) 76 (60) 50 (40)
Donation
Anonymous 519 (92) 135 (86) 131 (86) 127 (99) 126 (99)
Known 45 (8) 22 (14) 21 (14) (1) (1)
Current pregnancy at second 156 (38) 40 (39) 39 (42) 38 (36) 39 (37)

questionnaireb

Missing data for five persons.
PPercentages of individuals who completed the second questionnaire.

Table Il Attitudes towards genetic parenthood among recipients of oocytes or sperm from anonymous donors.

Total, Oocyte recipients®

n°= s16 Women, Median® Men,

*) n=135 n=128

(%) (%)
The genetic Agree 121 (24) 28 (21) 4 41 (32)
link between ~ Neutral 134 (26) 31 (23) 39 31)
father and child Disagree 226 (44) 65 (49) 41 (32)
is important ~ No 32 (6) 10 (8) 6 (5)
opinion
The genetic Agree 140 (27) 27 (20) 4 34 (27)
link between ~ Neutral 121 (23) 31 (23) 41 (32)
mother and Disagree 220 (43) 69 (52) 43 (34)
child is No 34 (7) 7 (5) 10 (8)
important opinion
It is important Agree 132 (26) 25 (19) 4 38 (30)
that my child ~ Neutral 120 (23) 28 (21) 30 (23)
resembles me  Disagree 258 (50) 82 (61) 58 (45)
physically No 5(1) 0 2(2)
opinion

It is important Agree 194 (38) 46 (34) 3 44 (34)
that my child ~ Neutral 139 (27) 33 (25) 36 (28)
resembles me  Disagree 180 (35) 54 (40) 47 (37)
in terms of No 2 (0) (1) (1)
behaviour opinion

Sperm recipients® P-value®
Median® Women, Median® Men, Median®
n =127 n=126
(%)
3 22 (17) 4 3024 3 0.002% ©
31 (24) 33 (26)
64 (50) 56 (45)
10 (8) 6 (5)
3 29 (23) 4 50 (40) 3 0.002 ¢
27 (21) 22 (18)
61 (48) 47 (37)
10 (8) 7 (6)
3 37 (29) 3 3225 3 0.045
26 (21) 36 (29)
62 (49) 56 (44)
N0 2(2)
3 45 (35) 3 59 47) 3 0.034°
37 (29) 33 (26)
45 (35) 34 (27)
0 0

*There was an internal drop-out of one person for each item.

®Median values calculated on original data (five-point scale) for each item.
“Kruskal—Wallis test calculated on original data (five-point scale).
9Mann—Whitney U-test: Male versus female (with no regard to type of donation).
°Mann—Whitney U-test: Male OD versus male SD.

Mann—Whitney U-test: Female OD versus female SD.

almost all participants had disclosed their use of donation treatment to
others, with only 6% not telling anyone there were significant differ-
ences between groups with regard to disclosure behaviour. Women
undergoing oocyte donation treatment were most open, a great

majority having disclosed this to family, friends and/or others. In com-
parison to the oocyte recipients, sperm recipients—to a higher
extent—kept information about the treatment within the family.
Among those who had told others about undergoing donation
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Table 11l Attitudes towards disclosure to offspring among recipients of oocytes or sperm from anonymous donors.

Total,
n = 389
(%)

Oocyte recipients®

Sperm recipients®

Women,
n=108
(%)

Median®

Men Median®
n= 107
(%)

P-value®

It is in the best interest
for the child that he/
she should never be
informed of his/her
genetic origin

Parents should be
honest with their
children with regard to
their genetic origin

The child’s relationship
with the mother/father
(non-genetic parent)
could be damaged if he
or she learns of the
donation

The child has the right
to know that he/she
was conceived by
oocyte/sperm
donation

It is in the best interest
of the child to be able
to learn (as an adult)
the identity of the
donor

Contact with the donor
(as an adult) can be
harmful for the
offspring and/or for the
family

Agree
Neutral
Disagree
No
opinion
Agree
Neutral
Disagree
No
opinion
Agree
Neutral
Disagree
No
opinion

Agree
Neutral
Disagree
No
opinion
Agree
Neutral
Disagree
No
opinion
Agree
Neutral
Disagree
No
opinion

13 (3)
342 (88)
19 (5)

350 (90)
6(2)
26 (7)
72)

15 (4)
21 (5)
300 (78)
51 (13)

354 (91)
8 (2)
15 (4)
12 (3)

218 (56)
36 (9)
58 (15)
75 (19)

29 (7)
46 (12)
168 (43)
144 (37)

Women, Median® Men, Median®
n =89 n =85
(%) (%)

4 (5) 5 4 (5) 5
30) 3(4)

81 (91) 72 (85)
(1) 6 (7)

79 (89) | 78 92) |
0 (1)
6 (7) 5 (6)

4(5) (1)
2(2) 5 5(6) 5
4() 7(8)

71 (81) 64 (75)

I (13) 9(11)

85 (96) | 75(88) |
0 34
(1) 4(5)
30) 3(4)

59 (67) | 46 (55) 2
9 (10) 8 (10)

10 (1) 15 (18)

10 (1) 15 (18)
7 (8) 5 9 4
8 (9) 12 (14)

42 (48) 38 (45)

31 (35) 25 (30)

100 (93)
2(2)
505
L

2(2)
44
92 (85)
10 (9)

100 (93)
2(2)
309
303

56 (52)
9 (8)
16 (15)

27 (25)

5(9)
6 (6)
53 (49)
44 (41)

93(87) |
30)

10 (9)

()

6(6) 5
6 (6)

73 (69)

21 (20)

94 (88) |
303)

7(7)

30)

57(53) 2
10 (9)

17 (16)

23 (22)

8(8) 4
20 (19)
35 (33)
44 (41)

NS

NS

NS

NS

0.006%¢

*There was an internal drop-out of one person for each item.

®Median values calculated on original data (five-point scale) for each item.

“Kruskal—Wallis test calculated on original data (five-point scale).
9Mann—Whitney U-test: Male versus female (with no regard to type of donation).

“Mann—Whitney U-test: SD male versus SD female.

Table IV Disclosure to others concerning the donation treatment among recipients of oocytes or sperm (from

anonymous and known donors).

Women,

Men,
n=1

01 (%)

Sperm recipients

Women,
n = 105 (%)

Men,
n = 105 (%)

17(17)

Who have you told about

the donation treatment?

Only the family
Friends/others
(but not family)

Family and

friends/others

Not anyone

76 (18)
31 (7)

286 (68)

27 (6)

92 (84)

3(3)

8 (8)

67 (66)

9(9)

15 (14)
7(7)

77 (73)

6 (6)

36 (34)
10 (10)

50 (48)

99

<0.000
NS

<0.000

NS

3 test.

202 UoIBIN 0Z U0 189nB Aq $01529/€58/v/92/2101He/daiwny/wod dno olwspese//:sd)y wolj papeojumoq



858

Isaksson et al.

Table V Need for information about parenthood following donation among recipients of oocytes or sperm (from

anonymous and known donors).

Total, Oocyte recipients Sperm recipients P-value®
P A2 (%) i
Women, Men, Women, Men,
n =109 (%) n=102 (%) n=107 (%) n =107 (%)
Have you received information ~ No 30 (7) 7 (6) 8 (8) 8 (8) 7(7) NS
about parenthood after oocyte/  Not enough 82 (19) 23 (21) 21 (21) 28 (26) 10 (9)
sperm donation? All the 313 (74) 79 (73) 73 (72) 71 (66) 90 (84)
information |
need
Would you like more No 129 31) 29 (27) 28 (28) 25 (23) 47 (44) 0.028
information or support about Yes 149 (35) 40 (37) 39 (39) 43 (40) 27 (26)
the future parenthood? Unsure 145 (34) 40 (37) 34 (34) 39 (36) 32 (30)
3 test.

treatment, 96% reported positive or neutral reactions and 4% (n =
16) had received negative reactions from at least one person.

Need for information about parenthood
following donation

Table V presents results for all study participants, including recipients
of oocytes/sperm from anonymous and known donors. Of the
respondents, 74% stated having received all the information they
needed about being a parent following donation treatment, while
7% reported not having received any such information. Overall,
about a third of recipients had a desire for more information or
support concerning future parenthood. Among sperm recipients, a sig-
nificantly lower percentage of men (26%) than women (40%) reported
a desire for additional information/support. One-third of the recipi-
ents indicated being unsure regarding this question.

Discussion

The results from the present study indicate that Swedish gamete reci-
pients support honesty to offspring and have an open attitude towards
their offspring getting to know his/her genetic origin. This is in line
with the Swedish legislation and what the fertility clinics are instructed
to recommend their clients. The child’s right to know how he/she was
conceived was stated clearly among the recipient couples, a view that
confirms similar findings among gamete recipient couples who are in
favour of disclosure (Brewaeys et al., 2005) as well as among the
general population in Sweden (Skoog Svanberg et al., 2003).
Brewaeys et al. (2005) reported a distinction between a positive
attitude to disclosure to offspring among recipient couples, and their
interest in having contact with the donor in the future if their offspring
would seek contact. Similar results were seen in the present study,
where less than half of the recipients disagreed with the statement
that contact with the donor could be harmful for the offspring and/
or the family. Many respondents gave neutral responses or could
not form an opinion on this topic, which might be interpreted as an
uncertainty among the gamete recipients about what to expect of a
future meeting between offspring and donor. Also, this item may
have been regarded as too abstract, especially for those not pregnant

after the treatment. It is important to consider that these results
concern only recipients of oocytes/sperm from donors who were
anonymous at treatment, but identifiable for offspring in the future.
While only 8% of participants used gametes from a known donor,
their responses did influence results for the whole sample and were
therefore excluded from analyses regarding attitudes towards disclos-
ure and genetic parenthood.

Almost all participants had told someone about the donation treat-
ment, which is on an increased level compared with earlier reports
from Sweden (Gottlieb et al., 2000; Lalos et al., 2007). This may be
interpreted as a change towards more openness concerning donation
treatment. However, there were differences between subgroups of
participants, with women undergoing oocyte donation treatment
being the most open. Men in couples undergoing sperm donation
treatment were the most secretive and also least interested in receiv-
ing additional information/support about parenthood following
donation. Among couples seeking infertility treatment, men have
been reported to be less likely to talk about infertility problems
with others (Hjelmstedt et al., 1999) or even with their own partner
(Throsby and Gill, 2004) and to use more distancing coping strategies
than women (Peterson et al., 2006), which could explain the present
findings.

While a majority of participants were satisfied with the information
they had received about being a parent following gamete donation,
one in four reported having received none or not enough information,
study Finland
(Soderstrom-Anttila et al., 2010). These findings indicate that the
support and guidance given by the clinics does not meet up to the

which is similar to recent results  from

need among gamete recipient couples. While the fertility clinics’ psy-
chosocial work-up prior to donation treatment includes discussion of
specific aspects of donation parenthood, the clinics’ responsibility
usually ends when the treatment succeeds. In Finland, a support
group for gamete donation families was founded in 2009 as a conse-
quence of the parents’ wish for support and guidance both before
treatment and after the birth of a donor offspring (Séderstrom-Anttila
et al., 2010). Another possibility is to incorporate support to gamete
donation families within general child healthcare services, although this
may entail that individual staff members have limited professional
experience of donation families and may have opinions that are not
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entirely in line with national legislation (Sydsjo et al., 2007). Regardless
of who should provide counselling to parents and offspring following
gamete donation, these professionals need to have knowledge of psy-
chosocial aspects as well as of the national legislation on gamete
donation.

The present results on the importance of genetic parenthood are in
line with previous findings of the general Swedish population (Skoog
Svanberg et al., 2003), with men placing more importance on the
genetic link between parent and child than women do. The present
study also allowed comparison of attitudes between groups of individ-
uals with and without the potential of a genetic link to offspring. While
female oocyte recipients will not have a genetic but a gestational link
to their prospective child, male sperm recipients will altogether lack a
biological/genetic link to offspring. The finding that this group of men
regarded the genetic link between father and child as less important
than did male oocyte recipients suggests that male sperm recipients
cope with infertility by adapting their values to what is accessible to
them. Interestingly, the low importance placed on the genetic
father—child link in this group seems to be compensated by a high
importance placed on the child resembling them in terms of
behaviour.

Taken together, the present results suggest that the existence/
absence of a genetic link to the prospective offspring is related to atti-
tudes and behaviour concerning donation issues. In particular, male
sperm recipients appear to differ from remaining groups with regard
to keeping information about donation treatment within the family,
limited desire for more support/information regarding donation par-
enthood and apprehensiveness regarding future contact with the
donor. These findings may be related to the fact that this group is
the only one who does not have a genetic or biological/gestational
link to the prospective child. Future studies of female co-mothers in
lesbian couples using sperm donation treatment may further illuminate
this issue.

The main strength of the present study is the large population-
based sample, including all fertility clinics performing gamete donation
in Sweden. Distinct inclusion criteria and relatively high initial
response rates contribute to the external validity. However, no infor-
mation is available about the recipient couples who chose not to par-
ticipate in the present study, and it is possible that they have a
different view of the studied variables. There was a high percentage
of non-responders to the second questionnaire among oocyte recipi-
ents, but comparisons regarding age and educational level did not
indicate any attrition bias. Instead, inspection of attrition rates on
the clinical level indicated that attrition among oocyte recipients
was partly due to administrative failure. Nevertheless, the fact that
only half of eligible oocyte recipients completed the second question-
naire limits the conclusions that can be drawn from the findings con-
cerning this group. While the instruments assessing attitudes have
been shown to have satisfactory face validity and reliability, the ques-
tions used to assess recipients’ disclosure behaviour and need for
information have not been validated. Finally, one methodological
strength is that questionnaires were completed individually and not
by the couples together.

In conclusion, two decades after the Swedish legislation of identifi-
able gamete donors came into force, couples undergoing gamete
donation are relatively open about their treatment and agree that
donation offspring have the right to know about their genetic origin.

Follow-up studies will be able to show if the recipient couples’ favour-
able attitudes towards disclosure are translated into practice.

Authors’ roles

C.L,, ASS. and G.S. planned and designed the study. C.L., AS.S., G.S.,
A.TK, P.O.K. and N.G.S. contributed to the acquisition of data. S.I.
and C.L. analysed the data and were primarily responsible for
writing the paper. All authors were involved in drafting/revising of
the paper and approved the final version of the manuscript for
submission.

Acknowledgements

Selected staff members at the fertility clinics at the University Hospitals
in Gothenburg, Stockholm, Uppsala, Linképing, Malm&, Orebro and
Umea made significant contributions to the recruitment of participants
and data collection. In addition, the statistician Marie Bladh, MA, con-
tributed to data acquisition and provided statistical support.

Funding

Merck Serono provided financial support throughout the implemen-
tation of the study. The Uppsala/Orebro Regional Research Council
also provided financial support. The Swedish Research Council pro-
vided postgraduate funding for S.I.

References

Blyth E, Frith L. Donor-conceived people’s access to genetic and
biographical history: an analysis of provisions in different jurisdictions
permitting disclosure of donor identity. Int | Law Policy Family 2009;
23:174-191.

Brewaeys A, de Bruyn JK, Louwe LA, Helmerhorst FM. Anonymous or
identity-registered sperm donors? A study of Dutch recipients’
choices. Hum Reprod 2005;20:820—824.

Crawshaw M. Prospective parents’ intentions regarding disclosure
following the removal of donor anonymity. Hum Fertil 2008;11:95— 100.

Daniels K, Gillett W, Grace V. Parental information sharing with donor
insemination conceived offspring: a follow-up study. Hum Reprod
2009;24:1099—1105.

Golombok S, Lycett E, MacCallum F, Jadva V, Murray C, Rust |, Abdalla H,
Jenkins J, Margara R. Parenting infants conceived by gamete donation.
J Fam Psychol 2004;18:443-452.

Gottlieb C, Lalos O, Lindblad F. Disclosure of donor insemination to the
child: the impact of Swedish legislation on couples’ attitudes. Hum
Reprod 2000;15:2052-2056.

Hahn §J, Craft-Rosenberg M. The disclosure decisions of parents who
conceive children using donor eggs. | Obstet Gynecol Neonatal Nurs
2002;31:283-293.

Halman LJ, Abbey A, Andrews FM. Attitudes about infertility interventions
among fertile and infertile couples. Am | Public Health 1992;82:191—194.

Hammarberg K, Carmichael M, Tinney L, Mulder A. Gamete donors’ and
recipients’ evaluation of donor counselling: a prospective longitudinal
cohort study. Aust N Z | Obstet Gynaecol 2008;48:60 | —606.

Hjelmstedt A, Andersson L, Skoog-Svanberg A, Bergh T, Boivin |,
Collins A. Gender differences in psychological reactions to infertility
among couples seeking IVF- and ICSl-treatment. Acta Obstet Gynecol
Scand 1999;78:42-49.

202 UoIBIN 0Z U0 189nB Aq $01529/€58/v/92/2101He/daiwny/wod dno olwspese//:sd)y wolj papeojumoq



860

Isaksson et al.

Jadva V, Freeman T, Kramer W, Golombok S. The experiences of
adolescents and adults conceived by sperm donation: comparisons by
age of disclosure and family type. Hum Reprod 2009;24:1909—1919.

Klock SC, Greenfeld DA. Parents’ knowledge about the donors and their
attitudes toward disclosure in oocyte donation. Hum Reprod 2004;
19:1575—1579.

Lalos A, Gottlieb C, Lalos O. Legislated right for donor-insemination
children to know their genetic origin: a study of parental thinking.
Hum Reprod 2007;22:1759—1768.

Lampic C, Skoog Svanberg A, Sydsjo G. Attitudes towards gamete
donation among IVF doctors in the Nordic countries-are they in line
with national legislation? | Assist Reprod Genet 2009;26:23 | —238.

Leeb-Lundberg S, Kjellberg S, Sydsjo G. Helping parents to tell their
children about the use of donor insemination (DI) and determining
their opinions about open-identity sperm donors. Acta Obstet Gynecol
Scand 2006;85:78—-81.

Lycett E, Daniels K, Curson R, Golombok S. School-aged children of
donor insemination: a study of parents’ disclosure patterns. Hum
Reprod 2005;20:810-819.

Mac Dougall K, Becker G, Scheib JE, Nachtigall RD. Strategies for
disclosure: how parents approach telling their children that they were
conceived with donor gametes. Fertil Steril 2007;87:524—533.

McWhinnie A. Families from assisted conception: ethical and psychological
issues. Hum Fertil (Camb) 2000;3:13—19.

Murray C, Golombok S. To tell or not to tell: the decision-making process
of egg-donation parents. Hum Fertil (Camb) 2003;6:89—95.

Peterson BD, Newton CR, Rosen KH, Skaggs GE. Gender differences in
how men and women who are referred for IVF cope with infertility
stress. Hum Reprod 2006;21:2443—-2449.

Ravin AJ, Mahowald MB, Stocking CB. Genes or gestation? Attitudes of
women and men about biologic ties to children. | Womens Health
1997;6:639—-647.

Shehab D, Duff |, Pasch LA, Mac Dougall K, Scheib JE, Nachtigall RD. How
parents whose children have been conceived with donor gametes make
their disclosure decision: contexts, influences, and couple dynamics.
Fertil Steril 2008;89:179—187.

Skoog Svanberg A, Lampic C, Bergh T, Lundkvist O. Public opinion
regarding oocyte donation in Sweden. Hum Reprod 2003;
18:1107—1114.

Skoog Svanberg A, Sydsjo G, Selling KE, Lampic C. Attitudes towards
gamete donation among Swedish gynaecologists and obstetricians.
Hum Reprod 2008;23:904-91 |.

Soderstrom-Anttila V, Sélevaara M, Suikkari AM. Increasing openness in
oocyte donation families regarding disclosure over 15 years. Hum
Reprod 2010;25:2535-2542.

SOSFS. The National Board of Health and Welfare 2007:4.

Stoll J. Swedish Donor Offspring: And their Legal Right to Information. Uppsala:
Dissertation, Uppsala Universitet, 2008.

Sydsjo G, Lampic C, Sunnerud S, Svanberg AS. Nurses promote openness
regarding the genetic origins after gamete donation. Acta Paediatr, 2007;
96:1500—1504.

Throsby K, Gill R. It’s different for men. Men Masc 2004;6:330—348.

Turner AJ, Coyle A. What does it mean to be a donor offspring! The
identity experiences of adults conceived by donor insemination and
the implications for counselling and therapy. Hum Reprod 2000;
15:2041-2051.

van den Akker O. A review of family donor constructs: current research
and future directions. Hum Reprod Update 2006;12:91—101.

202 UoIBIN 0Z U0 189nB Aq $01529/€58/v/92/2101He/daiwny/wod dno olwspese//:sd)y wolj papeojumoq



