The translated version of questionnaires in English
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Background information

Age: . years

Education: .................

Occupation: a. housewife [1 b. office work [ ¢. manual work [ d. retired []

Age at marriage? ............ years

Did you marry a relative? a. yes [ b. no [J

At the time of marriage, did you have any genetic consultation? A. yes [ b. no [
Husband’s age: .......... years

Husband’s education :a. primary school [] b. high school diploma [Ic. Advance[’
Husband’s occupation: a. unemployed [ b. office work [ ¢c. manual work [ d. retired [
e. other [J (mention what? ....................... )

Level of income: a. low [] b. average [ ¢. high [ d. very high [

Fertility health

Frequency of pregnancy: ........... Number of live childbirth: .............

Frequency of abortion: ............ Frequency of still birth: ............

Age of first menstrual period: ........... years

Did you go for pre-marriage consultation? a. yes [ b. no []

Did you take PND supplementary tests in your previous pregnancy? a. yes [ b. no []
Experience of amnio-synthesis in pregnancy? a. yes [ b. no [

Experience of medical abortion? a. yes [ b. no [J

Type of childbirth: a. NVD[ frequency: ............ b. C-section [J] frequency: ............

Knowledge of preconception care

1.In preconception care, the need for genetic counseling is determined.

a-Yes [J b-No [1  c¢c-I don't know []

2- It is necessary to consult a doctor about taking medicine before pregnancy.

a-Yes [J b-No [1  c¢c-I don't know []

3- It is necessary to start folic acid (5 mg) three months before pregnancy for women with
sickle cell.

a-Yes [J b-No [1  c¢c-I don't know [J

4- It is necessary to check for vaccination before pregnancy.

a-Yes [ b-No [ c-I don't know [J

5- It is necessary to check for other diseases and genetic problems in preconception care .
a-Yes [ b-No [ c-I don't know []

6- It is necessary to treat anemia before pregnancy for a woman suffering from sickle
cell.

a-Yes [ b-No [0  c-I don't know [

Knowledge of complications of sickle cell disease in pregnancy



1.In pregnancy of women with the sickle cell disease, there are chances of hospitalization.
a-Yes [J b-No [J  c¢-I don't know [J

2.In pregnancy of women with the sickle cell disease, there are chances of the need for
blood transfusion.

a-Yes [J b-No [0  c¢-I don't know [J

3.In pregnancy of women with the sickle cell disease, there are chances of aggravated pain
in bones.

a-Yes [J b-No 0  c¢-I don't know [J

4.In pregnancy of some women with the sickle cell disease , the chances of urinary infection
are higher

a-Yes U b-No [0  c¢-I don't know [J

5.In pregnancy of some women with the sickle cell disease, there are chances of preterm
childbirth.

a-Yes [J b-No 0  c¢-I don't know [J

6.In pregnancy of some women with the sickle cell disease, there are chances of
hypertension.

a-Yes [ b-No [1  ¢-I don't know [

7.In pregnancy of some women with the sickle cell disease, there are chances of renal
disorders.

a-Yes [ b-No [ c¢-I don't know [

8.In pregnancy of some women with the sickle cell disease, there are chances of pulmonary

disorders.

a-Yes [ b-No [J  c¢-I don't know [J

8. In pregnancy of some women with the sickle cell disease, there are chances of cardiac
disorders.

a-Yes [ b-No [1  c¢-I don't know []
9. In case the fetus is infected, CVS sampling or amnio-synthesis are necessary.
a-Yes [ b-No [ c¢-I don't know []

10. In pregnancy of some women with the sickle cell disease There are chances of intra
uterine growth restriction.

a-Yes U b-No [0  c¢-I don't know [J



11. In pregnancy of some women with the sickle cell disease There are chances of low birth
weight.

a-Yes [J b-No 0  c¢-I don't know [J

Perceived susceptibility

Strongly | Agree | Undecided | Disagree | Strongly

agree disagree

1| Even without clear
symptoms, | can be afflicted

with the sickle cell disease.

2 | Women with the sickle cell
disease are exposed to the
risks of the disease

3 | Pregnancy can be risky even
for a young woman with the

sickle cell disease.

4 | Even in a good physical
condition, there are chances
of the sickle cell disease

complications in pregnancy.

5| There are chances of
recurrence of complications

in former pregnancies.

6 | By attending preconception
care, appropriate interval
between my pregnancies can
be decided.

7 | By attending preconception
care, the necessity of genetic

counseling is made evident.




| see it necessary to be under
the supervision of specialists
(gynecology-blood-internal)

for a safer pregnancy.

It is important for me to know
the chances of my next child
having the disease.

10

It is important for me to be in
good health during

pregnancy.

Perceived severity

1

Many cases of childbirth with the
sickle cell disease are due to non-
attendance in preconception care and

prenatal care.

If my child gets down with the sickle

cell disease, there is no definitive cure.

If maternal anemia is not detected in
prenatal care, maternal and fetal

complications increase.

Failure to perform pre-pregnancy tests
can lead to late diagnosis of pregnancy

problems.

Failure to take 5 mg of folic acid
before pregnancy causes anemia in the

mother.

Some women with the sickle cell
disease are at serious risk during

pregnancy.




Failure to diagnose problems (cardiac-
pulmonary...) before pregnancy will
cause a high-risk pregnancy.

Perceived benefits

1

By attending preconception care, |
will know the right time to get

pregnant.

Attending preconception care  will
stop drugs prohibited  during
pregnancy.

Pre-conception examinations can help

diagnose other diseases.

By attending preconception care , |
can increase my knowledge about pre-

pregnancy care

Attending preconception care
increases knowledge of care during

pregnancy.

Attending preconception care can help
find women in need of psychological

counseling.

Attending preconception care helps
find women at risk of domestic

violence.

Perceived barriers

1

| did not attend preconception care
because I did not know the importance

of pre-pregnancy counseling.

| do not adequately know the

specialists that I should visit.




3| Having a small child prevents
attendance at preconception care.

4 | The carelessness of some women with
the sickle cell disease prevents them
from attending preconception care.

5| I do not have enough time to attend
preconception care, visits and tests.

6|1t is difficult for me to do
preconception care due to the variety
of consultation places.

7 |1 do not attend preconception care
because there are no special centers
for counseling.

8 | preconception care is difficult for me
because there is a long distance to the
center of the province for visits.

9 | I did not attend preconception care
because we do not have proper
insurance.

10 | It is difficult for me to do
preconception care because the costs
are high.

11 | My husband prevents me from
attending preconceptio care

12 | My husband does not help as
supposed to.

Self-efficacy

1 | Despite family problems, | tend to

attend preconception care.




2 |1 can do the required tests for the

preconception care.

3| | can attend educational courses in

preconception counseling centers.

4| By seeking guidance from a
counselor, and providing solutions, |
will be able to better take prenatal

care.

5 | I will definitely do the recommended
visits (heart, blood, gynecology) if

needed.

6 | I will definitely visit a geneticist if

needed.

7 | 1 can do as recommended concerning
pre-natal care (healthcare, dental

healthcare).

8 | | can do as recommended concerning
prenatal care (nutritional,

vaccination).

9 | | feel skilled enough in making family

relations.

10 | I feel skilled enough in controlling my

stress.

Cues for action

1- From which source did you get your information about the sickle cell disease, the importance
of pre-natal care and pregnancy in women with the sickle cell disease?

A-Doctor: 1. Yes [J 2. No [J B- Midwife: 1. Yes [J 2. No[J
B-Health Care: 1.Yes[] 2.No[] T-Gynecologist: 1-Yes[] 2-No[]

C- Blood specialist: 1. Yes[] 2. Nol[] C- Internal specialist: 1. Yes[] 2. No[]



D- Radio: 1. Yes[J 2. No[J] H- Television: 1. Yes[] 2. No[J
E- Magazine: 1. Yes 2. No D- Internet: 1. Yes 2. No
F-Newspaper: 1. Yes 2. No
M- Other: Please mention .........ccccevvverneenenennnninnnens
2-Which of the following causes you to attend preconception care?
A- Fear of maternal risks of pregnancy 1. Yes [] 2. Nol]
B- Fear of the fetus affliction with sickle cell disease 1. Yes[1 2. Nol]J
3-Which of the following causes you to attend preconception care?
A- Existence of centers with good consulting services 1. Yes [1 2. Nol]
B- Affordability of expenses 1. Yes [1 2. No [J
E- Other: Please mention ...........ccocoocvveniniennnieieeniennnn,
preconception care self-report instrument
1- I was not exposed to cigarette smoke. 1.Yes [1 2. No [
2- My ideal weight, 1.Yes [1 2.No []
3- Doing a screening test, 1.Yes [1 2.No []
4- Anemia test, 1.Yes [1 2. No [J
5- Doing the test, 1.Yes [1 2.No [
6- Pap smear test, 1.Yes [1 2.No [J
7- visit for vaccination, 1.Yes [1  2.No [
8- begin to take folic acid 5 ml, 1.Yes [1 2.No [J
9- visit a midwife, 1.Yes [J 2. No [J
10- I avoided contact with pets such as cats, 1. Yes [1 2.No [J
11- Have you had a dental consultation? 1.Yes [1 2.No []
12- In case of using contraceptive pills, stop it three months before pregnancy

1.Yes 0 2.No [



Going for specialized consultations for the sickle cell disease
1- Have you visited by a hematologist? 1.Yes [1 2. No [J
2- Have you visited a gynecologist? 1.Yes [1  2.No [

3- Have you visited an eye specialist? 1.Yes [1  2.No [J

4- Have you visited a cardiologist? 1.Yes [J  2.No [

5- Did you stop hydroxyl urea? 1.Yes [J  2.No []

6- Did you do echocardiography? 1.Yes [ 2.No [J

7- Did you getan ECG? 1.Yes [1  2.No [J

8 - Did you do the specific tests? 1.Yes [1 2.No []
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