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GENETIC COUNSELING FOLLOW-UP — A RETROSPECTIVE STUDY WITH
A QUANTITATIVE APPROACH
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ABSTRACT

The impact of genetic counseling (GC) was evaluated in families, who were interviewed at least two and half years and at most
seven years after GC at the Genetics Service of the University Hospital, Faculty of Medicine of Ribeirdo Preto, University of
Sao Paulo (HC, FMRP, USP). The 113 families interviewed in this study were asked 48 questions and all children born after
GC were studied clinically. We evaluated the families for spontaneous motivation for GC and understanding of GC informa-
tion, their reproductive decisions, changes in the family after GC and the health status of new children. The majority of families
seen at the Hospital das Clinicas de Ribeirdo Preto were not spontaneously motivated to undergo GC. They had a low level of
understanding about the information they received during GC. Generally families were using contraceptive methods (even
when at low genetic risk) with a consequent low rate of pregnancies and children born after GC. These families also had a very
low rate of child adoption and divorces when compared to other studies.

INTRODUCTION GC, as well as in the evaluation of results. Shaw (1977)
also expressed concern about geneticists’ inadequacy in
In 1969, the Human Genetics Committee of the Worleixecuting the operational phase of this work, since they
Health Organization recommended that genetic counseliage not trained in social or behavioral work. She also stated
programs perform “genetic counseling follow-up investigathat evaluation, in order to be objective, should not be per-
tions to determine the behavior of counselees” (WHO, 196%rmed by the counselor himself.
The data obtained in these studies help counselors improve  The general objective of the present study was to
the effectiveness dlfie genetic counseling that they provideevaluate a sample of families counseled at the Genetics Out-
for the community, and this new contact with counsele@atient Clinic of the University Hospital of Ribeirdo Preto,
becomes a valuable complement of genetic counseling (A@iversity of S&o Paulo, in order to understand the impact
sessions (Abramovskst al, 1980). Evaluation of medical of GC on these families, and their objective and subjective
services based on clinical practice results is recognized teactions to the occurrence of genetic diseases, especially
day as an essential step in medicine (Delamothe, 1994)regarding their later reproductive life. Specific objectives
Since the early seventies, several studies have beesre to evaluate: a) level of understanding (or recall) of
conducted to evaluate GC in different countries. Sont&C, b) attitudes taken by the couple, especially with re-
concerned a single disease such as phenylketonuspect to family planning, c) knowledge, acceptance and use
(Sibinga and Friedman, 1971), Duchenne muscular dys-contraceptive and abortive methods, d) reproductive life
trophy (Emeryet al, 1972) and mucoviscidosis (McCraeof counselees after GC, e) health status of children born
et al, 1973). Others concerned a small group of diseasafter GC, and f) influence of factors such as socioeconomical
such as mucoviscidosis, phenylketonuria, Down syndromaad cultural level and religion on counselee behavior.
(Leonardet al, 1972), and congenital heart disease (Reiss
and Menashe, 1972), or more frequently, groups of differ- MATERIAL AND METHODS
ent types of disease, since most GC services indiscrimi-
nately handle all types of genetic disease (Caterl, Subjects
1971; Emenet al, 1973; Reynoldst al, 1974; Klein and
Wyss, 1977; Briar@t al, 1977; Abramovskegt al, 1980). Sample selection criteria
Some reviews (Shaw, 1977; Evers-Kiebooms and van den
Berghe, 1979) have emphasized difficulties in comparinp Time interval between GC and follow-up interviews: fami-
the data obtained due to methodological differences amadies seen between two and a half and seven years after GC.
the various services both in the form and the objectives ¥ Types of disease: families with children affected by ge-
netic, multifactorial or correlated (syndromes of unknown
etiology) diseases.
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cal Genetics Service of the University Hospital, Facultygion more than fathers (45.2% versus 25.4%). However,
of Medicine of Ribeirdo Preto, University of Sdo Paulogven among mothers the number of non-practicing subjects
and corresponded to 17% of the families seen during thas higher (54.8%). In general, both parents were present
study period. This sample included 54 different types aluring the GC interviews (61%) and the GC follow-up in-
diseases: Down syndrome (39.8%), Duchenne muscutarview (69%). However, many times the mother attended
dystrophy (3.5%), achondroplasia, sickle-cell anemia atide sessions alone (34.5% of the GC interviews and 25.7%
Marfan syndrome (2.6% each), congenital adrenal hypeat the follow-up interviews). The father was present alone
plasia, Prader-Willi syndrome, trisomy 13, ectrodactylyn a much smaller number of families (3.6% of the GC in-
Laurence-Moon syndrome and phenylketonuria (1.8%rviews and 5.3% of the GC follow-up interviews).
each), and 43 other types of diseases involving only one
family. Eighty-four percent of the 113 families presenteMethods
subjects affected by genetic diseases, 46% of which were
chromosomal diseases and 38% monogenic diseases; 3[3&a Survey
were diseases of multifactorial etiology, 9.8% were dis-
eases of unknown etiology, and 2.7% were diseases of  a) A special form was developed based on previ-
heterogeneous etiology for which it was not possible tmus GC follow-up studies, especially those of Caatexl.
establish the exact cause of the disease. Among the ci®71), Leonarcet al. (1972), Emeryet al. (1972) and
mosomal diseases, Down syndrome due to free trisorRgynoldset al. (1974), as well as the form developed by
21 was the most frequent (35.4% of the total sample atitk Brazilian Center of Analysis and Planning (CEBRAP)
76.9% of the chromosomal diseases). Five families h&ar human reproduction studies (Berqué and Camargo,
chromosome translocations (4% of the total sample até77; Berqut al, 1977). The form consisted of 48 ques-
9.6% of the chromosomal diseases), with four inheritetbns covering the general objectives of the study. Sec-
translocations and orde novotranslocation. Among the tions I, Il and Ill concerned family identification. Section
monogenic diseases, the most frequent was autosomall¥eéeoncerned data about family income, occupation, edu-
cessive disease (18.5% of the total sample and 48.8%cational level, religion and importance of religion for the
the monogenic diseases), followed by dominant diseagewents. Section V aimed to determine the level of under-
(13.2% of the total sample and 34.9% of the monogerstanding of the information provided during GC. Section
diseases) and X-linked recessive diseases (5.4% of the\o-questioned how the disease affected the reproductive
tal sample and 13.9% of the monogenic diseases). In thehavior of the individual, the role risk of recurrence played
sample studied, 48.7% of the fathers, 64.6% of the moti-reproductive decisions and level of acceptance of adop-
ers and 56.5% of the couples were 34 years of age or ldgm. Section VII concerned knowledge and use of contra-
Among the propositi, 83.1% were 12 years old or lesseptive methods, acceptance of abortion methods in cases
and only 2.7% were older than 20. Risk of recurrence wasevere fetal disease, and parents’ interpretation of their
low (considered to be less than 10%) for most of the famieligion’s opinion of abortion, and section VIII evaluated
lies studied (63.7%); 31.8% of the families were at higthe reproductive life of the couple after the GC process,
risk, and 4.5% had doubtful risk due to etiologic heterogée., whether they had children, if pregnancy was planned,
neity (variations in the causal mechanism). if children were born during the study period (the children
We determined whether the family had sought GGhat were born were all evaluated clinically), whether they
i.e., whether or not it was spontaneously motivated, amadlopted children, if there were changes in the sexual be-
found that most families (69%) had been referred for ditavior of the couple as a function of the problem they were
agnosis and/or did not even know what Genetics is, i.éacing, and whether the couple separated.
they were not spontaneously motivated for GC; 23.9% of b) Application of the form: parents from the se-
the families went to the service specifically to find out ifected families were interviewed at the Genetics Outpa-
they were at risk to have children with genetic diseasgent Clinic of the University Hospital, FMRP, USP. The
i.e., they were spontaneously motivated for GC. Familiésterview was conducted by a main interviewer (a psy-
in the present sample were markedly concentrated in ttleologist) and a secondary interviewer (a physician). Par-
lower social strata: 85% were classified as belonging &mts were interviewed jointly when possible, or separately
classes E, D and C; only 7% were classified as B and 8Pfparents came on different days or only one spouse re-
as A. With respect to religion, most families (86.5%) desponded to the call. The duration of each interview was
clared themselves to be Roman Catholic, 9.5% were Prapproximately 1 h and 30 min.
estant, 2% Spiritualist, and 1% simply Christian. Among ¢) Clinical examination of the children born after GC:
the mothers, 1.9% stated that they had no religion, and #ikchildren born after GC were examined and photographed.
number of Spiritualist fathers (3.6%) was slightly higher
than the number of Spiritualist mothers (1.0%). Most fambData analysis
lies declared that they did not practice their religion
(63.6%), with mothers stating that they practiced their re- a) Social stratification: socioeconomic stratifica-
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tion was established based on family income, father’s guidance, are not produced by an industrial process and
substitute father’s occupation and father’s or substitutge popularly known and used, such as douching, coitus
father’'s educational level by the method of Guidi anthterruptus, sexual abstinence, rhythm and breast-feeding.
Duarte (1969). This method establishes a weight system
for the three variables, attributing points for each stratuBtatistical analysis
of each variable. The final score was: E stratum (lowest) =
13 to 22 points; D stratum = 23 to 34 points; C stratum = Data were analyzed statistically by the chi-square
35 to 44 points; B stratum = 45 to 55 points and A stratutast, using contingency tables.
(highest) = 56 to 65 points.
b) Evaluation of spontaneous motivation for GC: RESULTS
families that sought counseling at the Genetics Service and
verbally expressed their concern about possible risks B¥aluation of spontaneous motivation
disease repetition in other family members were consifbr genetic counseling
ered to show spontaneous motivation. Families looking
for help who only expressed their concern about diagno- Most (74%) of the families studied were not spon-
sis and/or treatment, or families simply referred withoutineously motivated to seek GC. There was a clear rela-
awareness of the purpose of the visit were considered tiohship between the family’s social level and spontane-
to have spontaneous motivation. ous motivation for GC. The frequency of spontaneous
¢) Evaluation of understanding level: GC undermotivation was low for the lowest social levels (E = 1/35),
standing was classified into three levels. A base levelnd progressively increased for higher social levels (D =
called satisfactory understanding level, was assigned&86; C = 6/17; B = 5/7; A = 7/9). These differences were
people who were aware of the risk of disease repetitionsignificant (chi-square = 166.5, P < 0.01).
his/her family, since the major objective of GC is to in-
form about the risk of recurrence. An adequate level w&valuation of GC understanding level
assigned to those who, in addition to being aware of the
risk, also knew the cause of the disease in the family (eti- Analysis revealed a predominantly inadequate un-
ology) and the treatment required. An inadequate level wdsrstanding level in our sample (48.7%), with much lower
assigned to people who were unaware of the magnitudei@quencies of satisfactory (28.8%) and adequate (22.5%)
risk, expressed verbally in the simplest form. understanding levels. Understanding level did not differ
d) Evaluation of responses about causes and riskignificantly between fathers and mothers (chi-square =
of disease repetition: we classified the responses accoddt5). On the other hand, the interview played a clear role
ing to the basis of the response. A - Scientific, when tlie the determination of understanding level, especially
responses were based on scientific laws and principlesnong fathers, with significant differences at the 1% level
with an A+ score when the scientific principle was corbetween fathers alone and fathers accompanied by the
rectly employed and an A- score when the scientific primother (chi-square = 23.3), and significant differences at
ciple was incorrectly employed. B - Mystical or religiousthe 5% level between mothers alone and mothers accom-
when the responses were based on religious principles. ganied by the father (chi-square = 8.0). Understanding of
Popular belief, when the responses were based on folklamothers alone was significantly better than that of fathers
culture. D - Anti-scientific, when the responses contestedone (chi-square = 8.9; P < 0.05), whereas the understand-
scientific principles without formulating any other explanaing of accompanied fathers was similar to that of accompa-
tion for the disease in the family. E - Empirical, when theied mothers (chi-square = 0.55). This clearly shows that
responses were based on a trial and error process, with féfee understanding (or verbalization) of fathers alone was
deductions (e.g., the doctor said that this is due to age, larse, and that the father’s performance improved when he
there are other women of my age who have normal chillas accompanied by his wife. Thus, there is an induction of
dren). F - Syncretic, when the responses were based on tesponse, especially in the woman-man direction.
or more of the above principles. G - unable to explain. Many parents identified the risk of repetition only
e) Classification of contraceptive methods: to faas being low or high both in groups classified as having
cilitate analysis we classified contraceptive methods basadequate understanding (37.2%) and satisfactory under-
on the degree of ease of access. 1 - Medical, methods #tahding (51.7%). The proportion of subjects aware of the
require medical intervention for their use, i.e., intrauteringsk who mentioned the probability in a correct manner
devices (IUD), tube ligation and ligation of the vas defemwas 34.9% in the adequate group and 13.8% in the satis-
ens. 2 - Paramedical, methods produced by an industf@ttory group. The number of subjects who overestimated
process but that do not necessarily require medical guin-underestimated the risk was similar in the two groups.
ance and/or intervention for their use in Brazil, i.e., con- When the basis of the inadequacy of the responses
traceptive pills, condoms, diaphragms, vaginal suppositaas evaluated in terms of risk of repetition, we observed
ries and gel. 3 - Popular, methods that do not need medittedt most (66.6%) of the people considered to have inad-
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Table | - Distribution of families in terms of level of understanding of genetic counseling and social stratification.

Social stratification
Understanding E D C B A dtal
No. % No. % No. % No. % No. % No. %
Adequate 7 16.3 10 23.2 5 11.6 7 16.3 14 325 43 225
Inadequate 32 744 35 38.0 19 20.6 5 54 1 1.1 92 48|2
Satisfactory 25 44.6 21 375 7 125 0 0.0 3 5.3 56 293

* Based on Guidi and Duarte (1969); for details see Material and Methods; A is the highest level.

equate understanding levels had a distorted understandimglerstanding level according to social class were signifi-
of the risk of repetition, while 23% knew nothing aboutant at the 1% level (chi-square = 188.8) (Table I).
the risk of repetition, and 10.4% gave responses that con-  The frequency of individuals who explained the
tradict the scientific principles involved in the formula-disease at a scientific level was highest (51.3%), with a
tion of the risk of repetition. correct interpretation in 33% (A+) and an incorrect inter-
Analysis of the relationship between understangretation in 18.3% (A-). These groups were followed by
ing level and time elapsed between the GC interview atldose who did not know how to explain the disease
the follow-up interview showed a clear time effect. Knowl{36.2%), and those who explained it on the basis of popu-
edge about genetic diseases in their families became wdesebelief (7.3%), syncretism (3.3%), religion (1.0%), or
with time: the frequency of inadequate understanding wasti-scientifically (0.5%) (Table ). Itis interesting to note
28.2% after a 2-3-year interval between interviews, 59.8%e small number of people who explained the disease
after a 3-5-year interval and 61.2% after a 5-7-year intdvased on religious principles (1.0%), although part of these
val. On the other hand, the frequency of adequate undpeople were included in the syncretism group (also at a
standing was 37.2% for a 2-3-year interval, 11.3% for a ®&w frequency). These differences were significant at the
5-year interval, and 27.7% for a 5-7-year interval, and tl&6 level (chi-square = 192.5 and 17.4).
frequency of satisfactory understanding was 34.6% for a The group with adequate understanding of GC con-
2-3-year interval, 28.9% for a 3-5-year interval, and 11.1%sted solely of subjects who based their understanding on a
for a 5-7-year interval. These differences are significant atientific explanation. Most had a correct interpretation
the 1% level (chi-square = 39.6). (95.3%) and the remaining ones had an incorrect interpre-
There was no significant difference in the inadtation (4.7%). Most subjects in the group with inadequate
equate group in terms of presence or absence of spontamederstanding could not explain the information provided
ous motivation for GC. In contrast, differences were cleauring GC (43%), followed by an explanation at the scien-
in the group with adequate understanding (36% with spaitific level (39.7%), 29.0% with an incorrect interpretation
taneous motivation and 19.5% with no spontaneous matind 10.7% with a correct interpretation, by popular belief
vation) and in the group with satisfactory understanding®.7%), syncretism (5.4%), and religion (2.2%). The distri-
in which the frequency of people with spontaneous motbution in the group with satisfactory understanding was simi-
vation was lower (14%) than the frequency of individualgr to that of the inadequate group, although there was a
without spontaneous motivation (35.2%). Presence or dbrger number of people who could not explain the cause of
sence of spontaneous motivation for GC did not seemttee disease (52.7%). Nobody explained the disease at the
be important for the understanding of the risk of repeti-
tion, but it was important to understand the remaining prob-
lems of the propositus (disease, cause, etc.). Table Il - Levels of explanation of the cause of the disease compared to
Adequate understanding was clearly related to fam-  genetic counseling understanding level in the families studied.
ily social class, with an increase from 11% for class E fo
77.7% for class A (Table 1). In the group with satisfactory
understanding there was a decrease from class E (39%) ttevel A+ A B C D E F G TOTAL
_class B (0%). Although an increase to 16.8_% was obsernfﬁ'dequate 21 2 0 o0 o o o o 3
in class A, the general trend of a decreasing frequency| Gladequate 10 27 2 9 0o 0o 5 40 93
this understanding level with higher social classes wasatisfatoy 12 6 0 5 1 0 2 29 55
maintained. In the group with inadequate understanding _ e
there was an increase from class E (50%) to class E@A+'_ Scientific explanan.on gorrect_ly emPI_oyed,A——suer_mfl_c eX:plana-_
. g ) n incorrectly employed; B = mystic or religious explanation; C = popu
(61.3%), with a slight decrease in class B (41.6%) and &r belief-based explanation; D = anti-scientific explanation; E = empiri-
marked decrease in class A (5.5%). The differences imal explanation; F = syncretic explanation; G = unable to explain.

Levels of explanation*
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religious level (as observed in the group with adequate UBvaluation of parental reproductive decision
derstanding), and 1.8% of the people explained it at a nonsci-
entific level. No person was classified as level E (empirical). The evaluation of parental reproductive decision
Evaluation of the effect that social level had omevealed: a) a large number of couples decided not to have
how well the individual could explain the cause of the dighildren regardless of risk (64.4% of the total sample),
ease showed a sharp correlation between these variabldsich was a decision of both fathers (65.5%) and mothers
the frequency of A+ explanation decreased from 88.8% (63.5%); b) more high-risk couples (85.7%) decided to
class A to 18.5% in class E; for an incorrect scientific exavoid having children than low-risk ones (52.9%). This
planation (A-) there was an increase in frequency frodifference was significant at the 1% level (chi-square =
0.0% in class A to 24.6% in class E; at the B, C, D andZ8.9317). However, a large number of people at low risk
levels the frequency increased with lowering of social classiso decided to avoid having children, whereas the num-
at the G level (could not explain) the frequency increaséer of people at high risk who decided to have children
until class C (46.6%) and then decreased to 36.2% in clasas small (7.9%); c) there was no significant difference
E, which, however, was much higher than class A (11.2%jetween the total number of fathers and mothers who de-
When the explanation levels of the disease cause werded to avoid having children regardless of the magni-
evaluated with respect to how religious the parents wetade of risk; d) understanding among high-risk parents was
a scientific level was observed in 60.5% of those who dsignificantly different at the 1% level when the father or
clared a high degree of religiousness and in 44.4% of thawvether attended the session alone compared to when the
who declared a low degree of religiousness. Religidather and mother came together. More couples that at-
played no role in determining B, C, D and F explanatiorended sessions together decided not to have more children
levels. At the G level (could not explain) 23.9% were verthan those that attended alone; e) in cases of low risk, these

religious, and 44.5% were relatively unreligious. differences were not statistically significant (Table III).
Table Il - Reproductive decision and risk of disease repetition according to family interview.
Father Mother Accomp.  Accomp. Total Total
alone alone father mother Father Mother
High risck
No. No. No. No. No. No. No.
To avoid 4 10 20 20 24 30 54
Not to avoid 1 0 2 2 3 2 5
No decision* 1 3 0 0 1 3 4
Total 6 13 22 22 28 35 63
Low risk
To avoid 7 13 21 22 28 35 63
Not to avoid 6 14 14 13 20 28 48
No decison* 1 2 3 3 4 5 9
Total 14 29 38 38 52 68 120
General total
Decision Father Mother Tota]
No. No. No.
To avoid 55 68 123
Not to avoid 24 30 54
No decision* 5 9 14
Total 84 107 191

*The father and/or mother had already been submitted to definitive sterilization or were not of reproductive
age; disagreeing couples: high risk = 1 (mother alone: to avoid; father alone: not to avoid); low risk = 2
(mother alone: not to avoid; father alone: to avoid); 2 = accompanied father: accompanied mother: to avoid;
X2 (total high risk x total low risk) = 28.9317 (P < 0.01; 2 d)?(low risk - fathers as a whole x mothers as

a whole = 0.0679 (NS; 2 d.fy? (high risk - fathers as a whole x mothers as a whole) = 3.5736 (NS; 2 d.f.);

X2 (high risk - father alone x accompanied father) = 22.6879 (P < 0.01; %@ h)jgh risk - mother alone

x accompanied mother) = 33.3681 (P < 0.01; 2 ¢t.Jlow risk - father alone x accompanied father) =
0.7515 (NS; 2 d.f.)x? (low risk - mother alone x accompanied mother) = 4.1040 (NS; 2 d.f.).
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When the decision to avoid children was considzontraceptive use, 40.6% felt that their religion is entirely
ered with respect to the level of GC understanding witlagainst the use of contraceptive methods, 35.8% felt that
out a distinction between those who made the decisitimeir religion is fully in favor, 15.5% felt that their religion
specifically because of the risk and those who made tbees not express an opinion on their use, 4.4% felt that
decision for other reasons, no significant differences wetteeir religion is in favor of responsible contraceptive use,
detected between the various understanding levels, as fotd 3.7% felt that their religion is against their use but
lows: high risk - decision to avoid children - adequate upermits some exceptions.
derstanding = 88.2%, inadequate understanding = 91.6%, When we evaluated the acceptance of definitive
satisfactory understanding = 100%; low risk - decision tsterilization as a reproductive decision, we observed that:
avoid children - adequate understanding = 65.2%, inaal} in high-risk cases, fathers who decided not to avoid hav-
equate understanding = 50.0%, satisfactory understand-
ing = 65.6%. Thus, the differences between high and low
risk observed in Table | were maintained.

There was a clear correlation between understandble IV - Reason for the decision to avoid pregnancy (due to the risk or
ing of the risk and motivation of the decision to avoid hay- ~ "°U: risk of repetition and understanding level of genetic
ing children (Table IV): among those at a high risk, 93.7% counseling in the familes siudied.

of those with adequate understanding and 100% of those YES NO
with satisfactory understanding stated that their decision High risk

was due to the risk. On the other hand, in subjects with| No. No.
. . equate 15 1
inadequate understanding 54.5% stated that they would Inadequate* 12 10
avoid having children due to the risk, while 45% said they Satisfactory 15 0
would avoid having children due to other reasons. In cases )

of low risk, the frequency of subjects with adequate or No. Low risk No.
satisfactory understanding who decided to avoid having Adequate 5 10
children for other reasons (66.6% and 68.2%, respectively) Inadequate* 20 5
was significantly higher (chi-square = 13.2, P < 0.01) than Satisfactory 7 15

the_ frequency of SUbJeCtS_ who decided to avoid havmg(es = Individuals who declared that they avoid pregnancy because of the
children because of the risk (33.3% and 31.8%, respegisk. No = Individuals who declared that they avoid pregnancy due to other
tively). Among subjects with an inadequate understandreasons. *There were 2 fathers alone, 2 mothers alone, and 1 accompanied
i i dather and 1 accompanied mother who had discordant opinjb(ies -
mg,_the frequency of those \.Nho stated they WOUId avo“’?ﬂgh X low) = 44.9098 (P < 0.01; 2 d.f2 (No - high x low) = 102.0091
having children due to the risk, even though it was low,p’c ¢ 01.2 g 1.

was much higher (80%).

Evaluation of acceptance and use
of contraceptives Table V - Contraceptive methods currently used by the families studied
according to risk of repetition of genetic defect.

A major problem that limited the evaluation of act method Risk of repetition
ceptance and use of contraceptives in this sample was|the
fact that there were no clear records of the contraceptjve
methods used by the families before GC. No. % No. %

The analysis of the contraceptive use in the fami
lies showed (Table V): a) regardless of the risk of repeti- 1. Douching
tion, the contraceptive pill was the method most exten-2 el

1

0
. . . 3. Vaginal suppositor 0 0
sively used by families (26.3%), followed by tubal ligat 4 pisphragm. o oo o oo
2 2
5 1
3

High Low

tion (16.5%), coitus interruptus (15.5%) and condonis 5. Rhythm

(8.7%); b) among low-risk cases, about 20% of the farri-?- (030“33 interruptus
. Conaom

lies did not use any contraceptive method, while in cases;’ | up 1 29 1 15

of high risk, all C(_)uples used cqntrace_p_tives; c) the differ- 9. contraceptive pil 9 265 17 265
ence between high- and low-risk families influenced theto. Tubal ligation 9 265 8 125
medical methods of birth control (IUD = 2.9% versus 1.6%;11- Vasectomy 2 5.8 0 00
tubal ligation = 26.5% versus 12.5%; vasectomy = 5.994~ Abstinence o 00 16
g e ; : ! y ) Q3. Breast-feeding 0 0.0 0 0.¢
versus 0%). No significant differences were observed with4. A combination of 2 or 3 methods 2 5.8 3 4l7
respect to paramedical and folk methods. No significant5. None 0 0.0 13 20.3
differences in access to the various contraceptive method§@ 34 1000 64 100.0
ot determined 3 7

were observed among the different social classes.
When we evaluated the importance of religion on+ |up = intra-uterine devices.
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ing children do not accept vasectomy. Of those who deance of fathers and mothers who did not accept abortion,
cided not to have more children 47.8% accept vasectomggardless of whether they practiced their religion, or not.
These differences are significant at the 1% level (chi-square
= 62.8); b) only 24% of the fathers who decided to avoiflvaluation of the change in family composition
having children and 21.1% of those who decided not &dter GC and health of the children born
avoid having them declared that they would accept a va-
sectomy (nonsignificant difference); c) the difference in With respect to the changes in family composition
acceptance of vasectomy between high- and low-risifter GC and the risk of repetition, we observed that: a)
couples are significant at the 1% level (accept - chi-squahe high-risk group had a significantly larger (chi-square
= 28.9; does not accept - chi-square = 6.8838); d) in high-158.2; P < 0.01) number of families in which no change
risk cases, 78.6% of the mothers who decided to avdidcomposition occurred (79.5%) compared to families at
having children and 50% of those who decided not to avaitbubtful risk (60%) and families at low-risk (56.1%); b)
having them declared that they would accept tubal ligaigh-risk families had fewer children (five children born
tion (a significant difference at the 1% level - chi-square in 36 families) compared to low-risk families (22 children
17.8); e) in low-risk cases, 67.6% of the mothers who dbern and two additional pregnancies during the evalua-
cided to avoid having children and 57.7% of those whiion from 72 families); ¢) only three children were adopted,
decided not to avoid having them declared that they wouddl by high-risk families.
accept tubal ligation (nonsignificant difference - chi-square When we analyzed the number of children born,
= 2.09); f) neither acceptance nor rejection of tubal ligaeproductive decision and risk of disease repetition (Table
tion differed significantly between high- and low-riskVI) we observed: a) 83.3% of the children born were from
women. low-risk families, with 61.9% of the parents having de-
We observed that the acceptance or rejection ofded not to avoid pregnancy, 19% to avoid having chil-
vasectomy among fathers was not related to the degrealdn, and 2.4% in which only the father had decided to
religiousness. Among women there was a nonsignificaatvoid having children; b) 4.8% of the children born were
trend for greater acceptance of tubal ligation among vefrpm couples at doubtful risk, with 2.4% of parents hav-
religious subjects and those accompanied by their husbang decided to avoid pregnancy and 2.4% of families in
during the interview. In general, the women of our samplghich only the father had decided to avoid having chil-
wished to ligate their tubes. We also observed a relatiatren.
ship between high risk of recurrence and acceptance of  With respect to the health of children born after
definitive sterilization and a less marked relationship b&C, we observed that repetition of the disease of the pro-
tween low risk of recurrence and acceptance of definitiysitus occurred only in high-risk cases. In one family con-

sterilization. sidered at genetic counseling in the low-risk group, we
discovered later that the father was affected. The father
Evaluation of the acceptance of abortion has Marfan syndrome, and his four children and the

proposita also have Marfan syndrome. We consider this

In the present sample, 66.5% of the fathers arddmily for analysis of recurrence of the disease in the high-
74.5% of the mothers felt that their religion is entirelyisk group, and this fact explains why we considered for
against abortion; 9.5% of the fathers and mothers as a whiblis analysis the 9 cases instead of the 5 cases born from
felt that their religion is entirely in favor of abortion; 5.8%the families originally considered in high-risk group. Then,
felt that their religion does not express an opinion, and tirethe high-risk group, among the 9 children that were born
remaining parents felt that their religion accepts abortighwere affected and all affected children belonged to the
depending on the reason for it.

High-risk couples accepted abortion better (57.1%)
than low-risk ones (39.6%) (P < 0.05), with acceptance
being higher among fathers alone (71.4%) and accompagpie vi - Combined number of children born after genetic counseling,
nied fathers (61.9%) than among mothers alone (53.8%)roductive decision and risk of disease repetition in the families studied.
and accompanied mothers (50.0%) in the high-risk group-
Among the mothers, a significant difference at the 5% level

No. of children/risk

was observed between the high- and low-risk groups onlpecision High Low Doubtful  Total
for those that were alone during the interview. We also

observed that the risk of repetition was more important fof© avoid 3 8 1 12

acceptance or rejection of abortion than the degree of relg-iostctgrj;'g;d ! 26 0 21

giousness, since in the high-risk group practicing fathgrssather decided to avoid) 0 1 1 2
accepted abortion more frequently (85.7%) than non-prgd?iscordant _

ticing fathers (57.15) and 68.7% of practicing mothersT(c')‘:;’I”‘er decided to avoid) . 1 350 20 423

accepted abortion. In low-risk cases there was a predomi-
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same sibship. In low-risk cases, there was no repetition of In the present study, we only selected families
the disease of the propositus, but other types of health prelfrose propositus was affected by genetic or correlated
lems concerning the children born occurred in four faméiseases, since our aim was to study the objective and sub-
lies: isolated ear malformation, complex congenital hegective reactions of families to the occurrence of a genetic
disease, congenital hypotonia of undefined cause, and cdisease in a relative. Studies also based on these criteria
genital hypotonia, probably due to neonatal hypocalcemiare available in the literature (Carétral, 1971; Emengt
al., 1973; Briarcet al, 1977), as well as studies in which
Evaluation of acceptance and use of adoption all families that received GC were evaluated indiscrimi-
nately (Reynoldet al, 1974; Klein and Wyss, 1977) and
With respect to the acceptance of adoption, w&udies in which the nature of the sample was not clearly
observed that: a) most people declared that they did miscribed (Abramovskgt al, 1980).
accept adopting a child (59.1%); b) this rejection of adop- Parental age in our sample was slightly different com-
tion was higher among low-risk people (70.3%) thapared to the distribution reported by Berqu6é and Camargo
among high-risk people (50%); c) the frequency for womegii977) among couples of reproductive age with a stable union
accepting adoption was always higher than that of mdiving in the city of Sdo Paulo, especially in terms of father’s
independent of the magnitude of the repetition risk; d) tlagye. In our sample, the frequency of fathers aged up to 29
frequency of mothers alone who declared to accept adggars was 31.0%, as opposed to only 17.7% in the S&o Paulo
tion was higher than the frequency of accompanied motsample. This tendency for younger fathers in our sample
ers, whereas no important difference in acceptance of adeas also observed for mothers, although less marked, with
tion was observed between fathers alone and accompa41.6% frequency of mothers aged up to 29 years com-
nied fathers. Only two high-risk families adopted childrerpared to 37.7% for the Sdo Paulo mothers. Thus, parents in
two children in one family and one child in the other.  our sample were mostly young, and most propositi were
children aged up to 12 years (83.1%).
Evaluation of couple separation or changes In our sample there was a predominance of fami-
in their sexual relationship lies at low genetic risk (63.7% as opposed to 31.8% high-
risk families), a fact also observed in all studies reported
Two couples separated. Both were at low risk fan the literature, i.e., 40.8% high-risk families and 59.5%
repetition. low-risk in the series of Cartet al. (1971), and 28.5%
With respect to changes in the sexual relationshipgh-risk families and 71.5% low-risk families in the se-
of the couples after the birth of the propositus and magmies of Reynold€t al. (1974).
tude of the risk of disease repetition we observed that: a) Income distribution of our sample compared to the
most people declared that there was no change in th#8#80 IBGE census (IBGE, 1980) showed that our
sexual relationship; b) the frequency of people who deeunselees were in a better socioeconomic situation com-
clared that there were changes in their sexual relationsipigred to the country in general, but in a lower situation
was lower (father = 15.4%, and mother = 16.9%) amorapmpared to the income distribution in the municipality
low-risk couples than among high-risk couples (father of Ribeirdo Preto reported by Mussia and Pereira (1980).
35.7%, and mother = 34.3%); c) only in high-risk cases The educational level of our counselees was slightly
there was a considerable difference in the frequency hifjher than that detected by Berqué and Camargo (1977)
fathers alone who declared that there was no chanigehe municipality of Sdo Paulo, with this difference be-
(50.0%) compared to accompanied fathers (31.8%). ing slightly more marked among women than men. When
the educational level of our counselees is compared to that
DISCUSSION reported by Andrade and Pereira (1979) for the munici-
pality of Ribeirdo Preto, the situation is the same, i.e., our
Sample counselees have a higher educational level.
When we compare our sample to social stratifica-
We defined two and a half years as the minimurtion described by Andrade and Pereira (1979) in the mu-
time between the GC consultation and follow-up interviewicipality of Ribeirdo Preto our sample had a higher fre-
to select families for this study, since reproductive behaguency of parents or substitute in the lowest classes (E +
ior is the most objective parameter that can be evaluate)l a higher frequency in class C, and a similar frequency
in GC follow-up studies (Shaw, 1977). Two and a haif the higher classes (A + B). When we compare our sample
years is enough time for families to have had another chitlnthe So Paulo State sample (Berqué and Camargo, 1977)
(Carteret al, 1971; Emenet al, 1973). Maximum time our sample had more people classified as lower class and
between GC consultation and follow-up interview variea slightly lower frequency of upper class individuals. A
widely in the literature, ranging from about 28 years (Kleidissociation between educational level and family income
and Wyss, 1977) to about seven years, which was the maatid a higher relationship between occupation and family
mum interval for our sample. income were demonstrated in our sample.
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By comparing the distribution of our sample insample, with 28% of them knowing the risk exactly and
terms of religion to the IBGE census (1980) for the Braf2% knowing whether it was high or low, and the remain-
zilian population, we can see a slightly lower frequency @fig 16% presenting distortions or rejection of the infor-
Catholics (86.5% for our sample versus 88.9% for Brazihation. Abramovskgt al.(1980) found that 91% remem-
as a whole) and a higher frequency of Protestants (9.%%red the diagnosis, 72% remembered the correct percent-
versus 6.6%) and Spiritists (2.0% versus 1.3%). The samge of risk and 56% remembered the mode of inheritance,
differences are detected when comparing the preséwrt, 68% remembered the diagnosis and the risk and only
sample to that studied by Berqué and Camargo (1977)46% remembered the diagnosis, the risk and the mode of
the municipality of Sdo Paulo, with a slightly lower numinheritance. However, studies showing a low understand-
ber of Catholics and a reasonably higher number of Prig level of GC have also been published. To illustrate,
estants. When comparing our sample to that of Berq&dbinga and Friedman (1971), in a study of parents of chil-
and Camargo (1977) in terms of the degree of religioudren with phenylketonuria, found that only 19% had an
ness, the frequency of highly religious subjects (= practiadequate understanding of GC information, and Reiss and
ing) was slightly lower in our sample (36.4% versus 43.0%denashe (1972), in a study of parents of children with

for the S&o Paulo sample). congenital heart disease conducted one to four months af-
ter the authors had reinforced the information, noted that
Spontaneous motivation none knew about the risk before the reinforcement, and

that only 25% knew about the risk after the reinforcement.

Our sample included families that sought counselFurthermore, 38.5% knew the name of the disease of their
ing at the Genetics Service motivated by the risk of recurhild before the reinforcement, and only 48.6% learned it
rence (considered to have spontaneous motivation), th@gter the reinforcement. Leonagd al. (1972), in a study
that sought counseling for other reasons (such as diagnbfamilies with members affected by phenylketonuria,
sis) or were simply referred. The reason for this procedumeucoviscidosis and Down syndrome, detected imperfect
was to evaluate the importance of this factor in the G@hderstanding of genetic information in 44% of the sample.
process and its determinants. Caeteal. (1971), Emery In the present study we observed that understand-
et al. (1972) and Abramovskst al. (1980) selected their ing level depended on the characteristics of the interview,
samples among people who sought counseling exclusivély., a significant induction of a response occurred from
because of the risk of recurrence. Reyneldal. (1974) mother to father, with the mother’s presence improving
reported that only 26% of the people in their sample soughe performance of the father. The only study in which
counseling on their own, whereas all others were referreskx-based (father and mother) differential understanding
However, the primary interest of 57% was to find out ifvas evaluated was by Sibinga and Friedman (1971) with
abnormalities could be transmitted to their future childremespect to phenylketonuria. These investigators showed that
Most of the remaining people listed this concern as sewomen understood better than men and also that the un-
ondary. In our sample the total number of people who vaterstanding of one member of the couple may compen-
bally expressed worries about the risk was very logate for the lack of understanding of the other. They also
(23.9%), with a highly significant correlation betweerobserved that the better the understanding of the mother,
spontaneous motivation for GC and social level, i.e., thbe better the development of the child.
higher the social level, the greater the desire to receive In the category of adequate understanding, 34.9%
GC for the fear of having another child with similar probef the individuals verbalized the risk using the correct per-

lems. centage, 7.0% overestimated the percentage and 2.3%
underestimated the risk. If we compare these data with
Understanding level of GC those reported by Emeet al. (1972) considering the ex-

act understanding of the risk, the difference is very high

In the present study, an adequate understandisigice these investigators found that 84.4% of their sample
level was observed in only 22.5% of the families and knew the percentage of risk. In the category of inadequate
satisfactory level in 28.8%. Therefore, if we consider thainderstanding, our sample showed a predominance of dis-
the main objective of GC is understanding the risk of réertions (66.6%) followed by people who had no knowl-
currence, only 51.3% of the families verbalized this riskdge (23.0%) and finally by rejection (10.4%). The only
in a correct manner. This understanding level is one of thaper citing the basis of inadequate responses is that by
lowest in the literature. Clarlat al.(1996) stated that stud- Reynoldset al. (1974) in which 16% of the individuals
ies published in European and American literature usuallljstorted or rejected the information, with two people ac-
show a good level of understanding or recall of the infotually rejecting the entire GC experience.
mation. Someet al. (1988) reported in Finland that 80% In our study, the time interval between GC consul-
of the families had a correct knowledge of the mode ¢dition and follow-up interview had a significant effect on
inheritance and 74% of the risk of recurrence. Reyretldsunderstanding level. Thus, what we call understanding
al. (1974) detected adequate understanding in 84% of thigivel is not only understanding, but also the extent of re-
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call, since there was a decrease in the frequency of &l-importance, especially under the conditions of Third
equate and satisfactory understanding and an increas&Morld countries. In these countries, underdevelopment
inadequate understanding level with time interval. Bottauses marked social differences and enhances the nature
were statistically significant (chi-square = 39.6). Onlyf the doctor-patient relationship as a social class relation-
Reynoldset al. (1974) studied this factor in terms of theship. Adequacy of GC techniques in underdeveloped coun-
frequency of different understanding levels. They fountlies must necessarily be based on a better knowledge of
no effect of time (example for understanding adequatfalk culture, especially in terms of the health-sickness dyad
less than two years = 80%; two to five years = 84%; moead its position with respect to official medical practice
than four years = 84%). In contrast, in the present samgled its interrelations with folk medicine (Boltanski,1979).
this factor contributed to a reduction of adequate and sat-  The basis for parent’s explanation of the disease
isfactory understanding level and to an increase in inalankly depended on the social class to which they belong,
equate understanding. clearly showing that the frontiers of penetration of scien-
Another factor that decisively affected our sampléfic medicine really meet a barrier in the popular strata
in terms of reducing adequate understanding in favor @fable II). Among these classes, there is less penetration
satisfactory understanding was spontaneous motivatiofscientific medicine, more persistence of folk medicine
(Table I). Considering this variable, there was a signifand, causing even more concern, a large number of people
cant difference in adequate understanding level betwesho do not know how to explain what happened in their
those who were spontaneously motivated and those wiamnily. Why did this occur? Most of this lack of under-
were not (Yes = 36%; No = 19.5%). Paradoxically, thistanding is probably due to inhibition in the presence of
difference did not favor inadequate understanding (whettee doctor, who represents the “master of learning, and the
the frequency of Yes = 50.8% was practically identical topper classes”. People of lower socioeconomic level do
the frequency of No = 45.3%), but rather satisfactory umot empathize with the doctor and therefore hide their feel-
derstanding, which was more frequent among those witimgs and thoughts. A much worse possible situation would
out spontaneous motivation (Yes = 14%; No = 35.2%be that these ignorant people are “lost”. They lost the folk
Reynoldset al.(1974) also detected a correlation betweemedicine with which they identified and were unable to
adequate understanding level and source of referral to tharn about scientific medicine due to their living condi-
GC service (which would be equivalent to what we woultlons. The higher frequency of explanations with a scien-
call spontaneous motivation). Those who sought the séfic foundation among those who declared themselves very
vice on their own had a better understanding level (23 dligious and the absence of an explanation based on reli-
26 had adequate understanding) than those who weregius principles may reflect the evolution of the Catholic
ferred (5 of 24 had adequate understanding). However,@urch in terms of a greater acceptance of scientific prin-
discussed earlier, there was a strong correlation betwesples, since most of those who were religious in our sample
spontaneous motivation and social stratification of théeclared themselves Catholics.
families in our sample (chi-square = 166.5). Based on
these data and on those listed in Table I, we may cdReproductive decision
clude that low socioeconomic-cultural level was the ma-
jor factor reducing the level of GC understanding in our The present study confirmed previous reports, i.e.,
sample. Even in the US, Reynoketsal. (1974) showed a the risk of repetition of a genetic disease is important in
correlation between social class and understanding leviéle reproductive decisions of the couple, since fathers
with an adequate understanding level in 91% of subje@tne, mothers alone, accompanied mothers and fathers
belonging to classes I, Il and Ill, and only a 68% level iand the couples as a whole were significantly more prone
classes IV and V. Other variables evaluated, such as letetecide not to have children in a high-risk situation com-
of recurrence risk and interview characteristics, were npared to a low-risk situation. A previously unrecorded
important. observation was that in the high-risk case, both the father
Thus, the fundamental factor in the reduction adind mother, when present together, stated much more fre-
understanding level in our sample was socioeconomiguently their decision to avoid having children than when
cultural level, followed by time interval between the GGhey were alone. However, due to the large number of
consultation and the follow-up interview. Spontaneougeople who decided to avoid having children regardless
motivation was a reflex of socioeconomic-cultural level.of the risk of repetition (64.4% of the total sample), in-
cluding low-risk couples (52.9%), other factors must in-
Levels of explanation of the cause and risk of fluence the decision to avoid having children in addition
repetition of the disease to the risk of repetition. A certain correlation between un-
derstanding level and decision to avoid having children
None of the studies available in the literature corbecause of the risk was detected in our study (Table 1),
cerned the levels of explanation of the cause and riskarhphasizing the importance of understanding the risk in
repetition of the diseases. We found it to be of fundamemaking reproductive decisions. This is especially appar-
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ent when the reproductive decision is compared only ttserved when we analyzed the number of children be-
understanding level without taking into account the redsre GC, the risk of repetition and the reproductive deci-
son for the decision to avoid having children, with no imsion. Analysis showed that family size becomes much more
portant differences between the various understanding léwnited in high-risk cases than in low-risk ones (a signifi-
els in terms of the decision. cant difference at the 1% level; chi-square = 28.6484). The
Evaluation of the degree of religiousness clearlguestion of the ideal family size exists, because in the
showed that this variable had no effect on the reproduysresent study low-risk couples with two to four children
tive decision of the couples. This aspect had been presften decided to avoid pregnancy regardless of social class.
ously emphasized by Berqebal.(1977), who stated that As demonstrated by Berqut al. (1977) in the munici-
“religion per sedoes not represent an important factor ipality of Sdo Paulo, the ideal family size was three chil-
the determination of reproductive behavior, with all datdren (38.7%), followed by two children (20.2%) and four
indicating that the population studied does not present i@hildren (17.9%).
ligious reasons as a foundation in this determination. The The importance of the risk of repetition for repro-
attenuation of the specific influence of religion in reproductive decisions of couples at genetic risk has been shown
ductive behavior reveals a doctrinal accommodation proby several investigators (Cartetral, 1971; Emenet al,
ably as a function of economic and social factors. Althoudt®72; Reynoldst al., 1974; Klein and Wyss, 1977,
religion is not an irrelevant factor, its influence on fecunAbramovskyet al, 1980). The influence of religion, num-
dity is permeated by the social condition of its followers.ber of children before GC, social class and ideal family
When social class and risk of repetition were anaize has never been previously studied.
lyzed in relation to reproductive decision, the risk of rep-
etition was found to be more important than the socioecAeceptance and use of contraceptives
nomic-cultural level of the individuals for their reproduc-
tive decisions, since almost all high-risk couples decided Only four of the 113 families had never used any
to avoid having children, regardless of their social classontraceptive method (low-risk families who decided not
However, socioeconomic-cultural level is important since® avoid pregnancy), and 13 families were not using any
high-risk couples who decided not to avoid having chikontraceptive method when evaluated (all low-risk fami-
dren belonged to class D, and low-risk class A people dees). Berquéet al.(1977) reported that 28% of the women
cided more frequently not to avoid having children, whilen the municipality of Sdo Paulo were not using contra-
the other classes had a predominance of people who deptives. Thus, there was a much greater concern about
cided to avoid having children. We believe that these difirth control in our sample than in the Sdo Paulo popula-
ferences among the various classes in low-risk cases tien. When our data for different contraceptive methods
flect the understanding level (which is lower in the lowestas compared to that reported by Bergtiél. (1977) for
classes) and ultimately the socioeconomic-cultural levde municipality of Sdo Paulo (Table V), marked differ-
of the individuals. ences were observed, always in terms of use of safer con-
We observed that the number of existing childretraceptive methods in our sample, e.g., contraceptive pill
is important in the decision to avoid having more childreim our sample = 26.3% compared to 7.6% in the sample
in all social classes: among childless couples the predoméported by Berquét al. (1977); tubal ligation = 16.5%
nant decision was not to avoid pregnancy regardlessinfour sample and 9.6% in the sample reported by Berqué
the risk, whereas the decision to avoid having children iet al. (1977). When the frequencies (Table V) are com-
creases with the number of existing children in all sociglared between high- and low-risk individuals, it can be
classes. However, risk is more important than the numbaearly seen that risk of repetition had a strong influence
of existing children or social level for the reproductiveespecially in terms of greater use of medical contracep-
decision: among childless high-risk couples the predontives by the high-risk group (35.3%) compared to the low-
nant decision was to avoid pregnancy in both classesrigk group (14.1%). When our sample is compared to those
and E, whereas class D couples with children decided mareCarteret al. (1971) and Emergt al. (1973), it can be
frequently to avoid having children. Most low-risk coupleseen that the frequency of vasectomy among high-risk in-
decided to have at most two children. After the secomtividuals was higher in our sample (5.9%) than in the
child, most couples decided not to have more children reample of Cartegt al. (1.8%). Furthermore, the frequency
gardless of their social class. of tubal ligation among high-risk individuals was higher
Between number of existing children and sociah our sample (26.5%) than in the sample of Catel.
class, the former was clearly more important for repr@15.6%) and lower than in the sample of Emetyal.
ductive decisions. This is a fact that in reality must refle¢81.1%). A large number of individuals in our sample
the latter, since change in the concept of ideal family si40.6%) consider their religion to be fully against contra-
is linked to the current life situation which affects all soeeption, which is not true. The present study clearly shows
cial classes. The prominent role that risk of repetition hadhat Berqudet al. (1977) had already reported for Séo
in changing the concept of ideal family size was clearRaulo, i.e., even though religions limit the use of certain
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contraceptive methods, their followers, practicing or noity the literature ranges from 0 to 4%. In our sample, the
allege legitimacy of their use, listing economic factorgate of recurrence for low-risk couples was 0%; however,
woman’s health and number of existing children as re&2.9% of the children born (four children in 31 families)
sons. In our sample there was a strong correlation betwéde another disease differing from that of the propositus.
acceptance of tubal ligation and the number of women whitis has been previously reported in the literature (see,
actually submitted themselves to the procedure. Similarfar example, Klein and Wyss (1977) who reported a 5.6%
among the fathers there was a lower acceptance of vasete and Briaret al. (1977) who reported a 4.4% rate).
tomy and a lower effective use of the procedure.
Evaluation of the acceptance of adoption
Acceptance of abortion
In our sample there was a low acceptance of adop-
Despite the fact that most people (71%) thoughion, with only three children being adopted by two out of
their religion is fully against abortion, most high-risk peopl&6 high-risk families (8.3%). Other investigators have re-
in our sample declared that they would accept the intgrerted much higher adoption rates: Caseil. (1971)
ruption of pregnancy in the case of prenatal diagnosis ofeported adoption by 21.1% of high-risk families and 8.3%
severe disease in the conceptus, thus showing the impafrlow-risk families; Reynoldst al. (1974) reported adop-
tance of risk of repetition. The frequency of acceptand®n by 13.8% of high-risk families and 1.4% of low-risk
was significant at the 5% level and more marked amorfgnmilies.
fathers. This fact should be emphasized because our sample
consisted mainly of Catholics who, as reported by Berquvaluation of separation of the couples
et al. (1977), are considerably influenced by the position
of the Church against abortion. However, as also empha- In our sample, the frequency of separation was low
sized by the same authors, this does not prevent a mino(ityo couples in 113 = 1.7%), as opposed to literature val-
(28.7%) of women, who define themselves as practicinges ranging from 3.8 to 6.6% (Carét¢al, 1971; Reynolds
Catholics, from accepting an ethical attitude formally coret al, 1974; Klein and Wyss,1977; Briaed al, 1977).
tradicting their religion, and some women (7.3%) confessed
to having induced an abortion at some time in the past. In CONCLUSIONS
our sample, only one couple was in a position to decide
and opted for abortion. The present study led to the following general con-
clusions:
Changes in family composition a) Most families were not spontaneously motivated for GC,
with a positive correlation between spontaneous GC mo-
Since we did not construct an internal control in tivation and social class.
the present study, we have no reliable parameters to evddyA low understanding (or verbalization) level of the in-
ate birth rate. However, an approximation can be obtainedformation supplied during GC was observed. The main
by comparing the ratio of children born to high- and low- factor related to the low understanding level was socio-
risk families in our sample and other reports in the litera- economic and cultural level.
ture. In our sample, this ratio was 0.13 for high-risk famig) There was a marked predominance of decisions to avoid
lies (five children born to 36 high-risk families) and 0.50 pregnancy after GC, also present among individuals at
for low-risk families (35 children born to 69 low-risk fami- low genetic risk. The risk of repetition was the most
lies). In the various reports in the literature, this ratio ranged important factor in the reproductive decision of the fami-
from 0.24 to 0.67 for high-risk families (our 0.13 value lies, followed by number of existing children and so-
was the lowest) and from 0.4 to 0.84 for low-risk families cial class as secondary factors.
(our value was 0.50, i.e., only higher than the 0.40 ratd) A high use of contraceptives was observed, especially
obtained by Abramovskgt al. (1980). Thus, it is our im-  in families at high genetic risk.
pression that our family sample practiced a consideral@y A low birth rate was observed in the families after GC,
high level of birth control after GC, especially high-risk especially among those at high genetic risk.
cases, in agreement with the reproductive decisions djRates of adoption and couple separation after GC were
the high use of contraceptive methods. low.
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