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Abstract

Reproductive health for adolescents with disabilities is often disregarded, and education on personal hygiene is insufficient because some people perceive
menstruation as a sensitive topic and have a false belief that adolescents with disabilities have no sexual desire. This study aimed to determine the overview
of personal hygiene behavior among adolescents with physical and intellectual disabilities when facing menstruation. The method used was qualitative,
with case studies, in-depth interviews, and observations for data collection. The informants comprised four adolescents aged 19-21 years, two mothers,
and two therapists for special needs children. This study was conducted at two growth and development clinics in South Jakarta, Indonesia, from July to
September 2021. This study found a lack of apprehension about menstrual personal hygiene among mothers and adolescents with disabilities, a lack of
understanding about menstrual personal hygiene in general among adolescents with disabilities, and inappropriate menstrual personal hygiene behavior
among adolescents with disabilities. To conclude, this study underlines the importance of improving the ability of adolescents with disabilities in terms of
menstrual hygiene behavior.

Keywords: adolescent, disabilities, menstruation, personal hygiene

Introduction

The United Nations Children’s Fund (UNICEF) estimates the number of children with disabilities globally at nearly
240 million children.! According to the 2018 Indonesian Basic Health Research, 3.3% of children aged 5-17 years in
Indonesia have disabilities.2 Adolescence is a significant stage in reproductive health with changes during puberty, a
transition period from childhood to adulthood marked by hormonal changes such as menstruation.3 Based on the 2013
Indonesian Basic Health Research data, 43.3 million young girls aged 10-14 years in Indonesia perform bad practices
of hygiene, such as less awareness in taking care of the reproductive organs' hygiene during period.* Consequently, the
incidence of infectious diseases related to the reproductive tract in Indonesia at the age of 10-18 years is by 25-42%,
and 27-33% at the age of 18-22 years.5 Nevertheless, problems associated with menstrual personal hygiene occur in
adolescents without and with disabilities.¢

Reproductive health for adolescents with disabilities is often disregarded. Most barriers to reproductive health
care and education stem from the mistaken belief that adolescents with disabilities do not have sexual desire.”
Furthermore, common problems related to puberty, such as mood swings and menstrual pain, are often experienced
by adolescents with limited oral communication.® Female adolescents with disabilities may have a different experience
of menstruation compared to those without disabilities. As reported, during menstrual cycle, female adolescents with
disabilities more frequently have dysmenorrhea (menstrual pain), menorrhagia (severe menstrual bleeding),
menstrual hygiene problems, and changes in mood and behavior, which is similar to premenstrual syndrome.?

Menstruation remains a taboo thing to talk about in Indonesia. According to UNICEF, one in four children in
Indonesia has never received information on menstruation before having their first menstruation. Thus, the first
menstrual cycle (menarche) could be a frightening experience.1? Inadequate training and counseling about personal
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hygiene during menstruation and lack of information on menstrual personal hygiene for parents or caregivers
provided to adolescents with intellectual and physical disabilities, result in a lack of knowledge and difficulties for the
adolescents in performing personal hygiene behaviors during menstruation.!! Adolescents with disabilities then
should know how to maintain their reproductive health. An action to take is by practicing personal hygiene behavior.12
According to UNICEF, personal hygiene behavior refers to women who practice clean menstrual management, that is,
changing sanitary napkins as often as possible to absorb or contain blood during menstruation, using soap and water
to wash the body as needed, having access to dispose of used sanitary napkins in the right and safe place, and can
access the toilet to clean themselves comfortably while maintaining privacy. Adolescents should understand the
knowledge of menstrual cycle and how to manage their menstruation without discomfort or fear.11

Studies and guidance on menstrual hygiene behavior in adolescents with disabilities are still limited; accordingly,
the handling by the adolescents and parents or caregivers is less than optimal. This study aimed to determine an
overview of menstrual personal hygiene behavior in adolescents with physical and intellectual disabilities, which
further could be used as materials for planning and developing strategies in creating appropriate guidelines and
interventions regarding menstrual hygiene behavior for adolescents with disabilities.

Method

This qualitative study used a case study design to describe the personal circumstances or conditions of menstrual
hygiene in adolescents with physical and intellectual disabilities. The major informants selected using purposive
sampling were adolescents with physical and intellectual disabilities aged 15 to 24 years who had started menstruating
and were willing to take part in in-depth interviews. While, criteria for supporting informants were parents and
therapists who gave their consent to participate in an in-depth interview. This study took place at two growth and
development clinics in South Jakarta, Indonesia, from July to September 2021.

The number of female adolescents with physical and intellectual disabilities at Clinic 1 was 16. However, only
four of them had menstruation, and two were willing to participate in the study. While, at Clinic 2, of 31 female
adolescents with physical and intellectual disabilities, 11 were having menstruation and only two were interviewed.
The total of informants in this study was eight. The major informants consisted of four female adolescents aged 19-21
years with cerebral palsy (CP) and physical and intellectual disabilities who were having menstruation. Supporting
informants included parents of two adolescents with disabilities and two of their therapists.

The severity levels of two female adolescents with CP and intellectual disabilities of the four female adolescents
observed in this study were moderate and severe, respectively. For the adolescent with CP aged 19 years at moderate
level, an in-depth interview could still be carried out as she was a student at SLB-D, a special senior high school for
people with disabilities in Indonesia, and she was still able to communicate clearly. For the adolescent aged 21 years
atsevere level, an in-depth interview was taken with her mother because she was not able to speak, did not understand
simple instructions, and had communication disorders. Adolescents with CP having good cognition were a 21 year-old
student of Law, and a 20 year-old SLB-D student.

Table 1. Characteristics of Major Informants

Informant Age Education Occupation Diagnosis
In-1 21 Higher education Student CP
(Bachelor’s degree in
Law)
In-2 21 - - CP + 1D grade
Profound
(represented by
the mother)
In-3 19 Senior high school Student CP+ID grade
Moderate (I1Q
score: 49)
In-4 20 Senior high school Student CP

Notes: CP = Cerebral Palsy, ID = intellectual disability

In addition, this study involved supporting informants consisting of mothers and therapists of two adolescents
with disabilities. Therapist informants interviewed were therapists working directly with adolescents with disabilities
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and were willing to participate in the interview. Parents were included in supporting informants because they knew
problems experienced by adolescents with disabilities and could provide answers from different points of view. While,
the therapist informants were included to get their point of view on menstrual personal hygiene behavior performed
by adolescents and parents who help with their children’s menstrual hygiene.

Table 2. Characteristics of Supporting Informants

Informant Description Age Education Occupation
1k-1 Adolescent's Mother 56 Bachelor of Chemistry Private
Employee

1k-2 Adolescent’s Therapist 27 Diploma IV of Physiotherapist
Physiotherapy

1k-3 Adolescent's Mother 50 Vocational High School Housewife

1k-4 Adolescent’s Therapist 28 Master of Reproductive Physiotherapist
Science

The research instruments used were observation guidelines and in-depth interview guidelines developed by the
authors. Observation guidelines examined medical records of adolescents with disabilities to learn their diagnoses and
motoric development abilities achieved. Interview guidelines consisted of general topics on personal identity and some
other topics to be studied, such as knowledge of menstruation and menstrual personal hygiene, the source of
information obtained by the adolescents, and personal hygiene behavior of the adolescents with disabilities. Tools
used were notebooks, recording devices, and laptops for video conferencing.

The interview guidelines were tested on one adolescent with disability of the same criteria: 15- to 24-year-old
adolescents, already having their menstrual cycle, and willing to conduct in-depth interviews), one adolescent with
disability' parents, and one therapist for a child with special needs after filling in informed consent via Zoom platform
onJuly9,2021. The time trial results required 30-45 minutes for each informant. After the trial, several questions were
revised so that statements were easy to understand, questions were sorted well and added to improve the clarity.

Ethical consent was obtained from the Commission of Research Ethics and Community Engagement of the Faculty
of Public Health, Universitas Indonesia on June 25, 2021. The permission for data sampling was applied by sending e-
mail to the growth and development clinic managers. Approval for the research and data sampling was received on
July 6, 2021. Direct observations took place in September 2021 at the two growth and development clinics in South
Jakarta, Indonesia, to examine the medical records of adolescents with physical and intellectual disabilities to obtain
an overview of the level of disability.

In-depth interviews were performed after the informants completed informed consent form sent via WhatsApp.
Parents and adolescents were allowed to complete the consent form online. Two adolescents with disabilities
completed the informed consent themselves, while the other two needed assistance from their parents due to their
intellectual disabilities. The interview was taken online from July 11 to September 20, 2021, via Zoom platform (video
conferencing) for +45 minutes for each informant. Informants' consent to be recorded during the interview had been
performed by assuring a confidentiality of any information provided. Online interviews were employed because the
government issued an Enforcement of Community Activity Restrictions policy to prevent an increase in COVID-19
cases; consequently, the growth and development clinics were closed from July to August.

In-depth interviews were carried out without a research assistant. The interview was then documented by Zoom
Meeting recording to prevent any data loss, and the data validity could be accounted for. After the interview recording
was completed, the recording was played and then transcribed verbatim. The transcribed data were coded by selecting
relevant data to the topic of discussion and then summarized in a matrix form. This study used Content Analysis as an
analysis method.

Confirmation and clarification of data obtained from informants after in-depth interviews were carried out to
maintain the validity of the data. The triangulation method was then carried out by examining the medical records of
the adolescents with disabilities. The source triangulation was also done by comparing and contrasting data from
supporting informants, parents, and therapists of adolescents with disabilities.

Results
The study results were obtained through the observation of four adolescents with disabilities as the informants. In-
depth interviews were performed with three adolescents with disabilities and one representative of the mother of
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adolescents with disabilities. These findings were aligned with several broad categories, including menstrual personal
hygiene behavior, knowledge of menstrual personal hygiene, and source of information on personal menstrual hygiene.
Menstrual Personal Hygiene Behavior

Based on the interview results, all adolescents changed their sanitary napkins if full of menstrual bleeding. The
napkin-changing frequency was only twice a day on average because the sanitary napkins used were diapers with a
greater blood capacity than sanitary napkins in general. They did not use the smaller size of napkin because it made
them feel uncomfortable while sitting in a wheelchair, and they also had difficulty in positioning the napkins into the
right position. However, some of them said that it was still challenging to find the right napkin because using diapers
made them feel uncomfortable due to perspiration arising in the vaginal area.

The adolescents with disabilities used napkins made from towel pants as well, but it made them feel uncomfortable
because it was difficult to wash and therefore unhygienic. Additionally, towel pants were reusable; then, they should
be washed and sun-dried. In the end, the adolescents returned to using the 42-cm diapers during menstruation but still
felt very uncomfortable because there was still a possibility of blood spilling out.

All of those adolescents complained of itching, blisters and redness in the groin area for their sensitive skin and
overused diapers. To overcome this, they put olive and baby oil so their skin did not blister. According to the points of
view of the adolescents’ therapists, they rarely replaced diapers during both menstruation and urination; as a result,
they were most likely prone to infection in the vaginal area. In addition, they also had problems like hypo-sensory. Most
of them did not aware that they already had a vaginal infection.

The adolescents with disabilities needed their mothers’ help in behaving hygienically because of their stiff hands.
They also still used soap to clean the area of intimate organs. Most informants could not provide detailed directions for
cleaning the intimate organs, but only explained that they cleaned the intimate organs using water. The adolescents
needed some assistance while using sanitary napkins because it was difficult to do so in the bathroom. Unfortunately,
the mothers who usually helped also needed assistance because of the unstable sitting conditions and their children
having to be carried to the bathroom. The mothers were not able to easily help them since they had a record of lumbago
and their children weighed more than 40 kg. This made them not to practice menstrual hygiene in their children. The
adolescents with disabilities also found it challenging to practice menstrual hygiene behavior and to position their
sanitary napkins comfortably due to their disability conditions, such as stiffness in hands, feet, and neck. They also
could not feel anything if the napkin position was in a misplaced condition, so menstrual blood sometimes spilled out
of the underwear.

In the disposal of used sanitary napKins, all adolescents still used containers wrapped in plastic. Some adolescents
did not wash the napkins in advance, but immediately did wrap them in plastic and threw them in the trash for that the
napkin content would fall apart when washed. Adolescents with disabilities should be educated about menstruation
such as how to dispose of used napkins properly.

Table 3. Th and Sub-th Related to the Informant's Statement of Menstrual Personal Hygiene Behavior
Theme Sub-theme Informant Statement
Menstrual Type of napkin and “I once used towel pants, but it was uncomfortable and I can't wash them clean. Now, I'm
Personal frequency of wearing the longest 42-cm napkin. I only change the napkin when it's full.” (In-1)
Hygiene changing napkin “Her skin is more sensitive. You know, there are creases in diapers, right? If  don't put
Behavior baby oil on her, her skin will blister.” (In-2)
“Hmm still wearing diapers during periods. Changing napkins is recommended twice a
day.” (In-4)

“Napkins should be changed frequently at least every four hours. They do not so, only
once a day. So, there is also risk of infection. Additionally, they also have problems such as
hypo sensory, they are not aware that there is a problem of infection in the vagina.” (1k-
4)

"Diapers have to be changed frequently, I'm worried that disease will arise because it
harbors bacteria due to blood and urine mixing and sticking to vital parts.” (1k-2)

How to clean the ‘I usually only clean the front. But after defecating, I clean backwards. I just tried to
genitalia from stretch my hand to reach the back. Right now, I feel so itchy. I think I'm allergic to soap.”
menstrual blood (In-1)

“The intimate organs are cleaned with soap, so it is clean. I dry her with a towel after
wash, because her skin is sensitive.” (In-2)

“You know, it is quite hard to lift her, she has a large body. So, I only clean her genital
only when showering.” (1k-3)
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Obstacles in “If the napkin is misplaced, I just let it be, I don't notice it either.” (In-1)

performing “It's hard to take her to the bathroom. Child Z is over 40kg, and I don't have the strength
personal hygiene to carry her.” (In-2)

during “The challenge is I can't do it by myself, everything must be helped by mom. [Mom] must
menstruation help put on pants and clean too. My arms, legs, and neck are stiff, you know.” (In-4)
Disposing of used “I throw the napkin immediately without washing. I'm afraid it will be messy, and it's
pads and wearing gross.” (In-1)

pads “I washed the diapers, then I put them in plastic. Then I throw it in the trash. So, there is

no longer blood in it.” (In-2)

Knowledge of Menstrual Personal Hygiene

Based on the interview results, all informants described menstruation as the process of discharging dirty blood
that monthly occurs in women, but not all the adolescents and parents can say the average length of a normal menstrual
cycle. They changed the napkins only when the napkins were fully contained by menstrual blood. The proper procedure
for cleaning intimate organs would be using water and soap. Only a few mothers can explain in which direction the
correct way to clean intimate organs is from front to back so that feces in the anus are not carried to the front.

All the adolescents told how they felt during their menarche. They were shocked, uncomfortable because of the
pain, and confused because they had never been explained about menstruation before. All the adolescents experienced
complaints of irritation and blisters in the groin area, itching around the intimate organs, redness of the skin caused by
using diapers too long, and allergies to the soap they used. Most adolescents had an irregular menstrual cycle (longer
than 40 days) and experienced excessive pain during menstruation. Mothers gave painkillers and sour turmeric herbal
medicine to make menstrual blood flow more smoothly. Even some of the adolescents stayed still and did not move
much, sometimes showing symptoms of menstrual cramps.

According to therapists' point of view, the adolescents and their parents still needed the knowledge related to
reproductive health, such as menstrual hygiene, because many parents had the wrong view and assumed that their
children would not reproduce like typical adolescents, so they often dismissed the menstrual hygiene. Moreover, many
parents assumed that their children would not get married in the future. Knowledge of menstruation is fundamental
for both the adolescents and their parents to prevent adverse effects such as vaginal infections. Therefore, education in
the form of seminar or counseling on how to have a proper menstrual hygiene is needed further.

Table 4. Themes and Sub-themes Related to Informant's Statement on Knowledge of Personal Menstrual Hygiene Behavior

Theme Sub-theme Informant’s Statement

Knowledge Understanding of menstruation "Menstruation produces dirty blood. I don't know how many days the normal
menstrual cycle are.” (In-1)
"Menstruation... a monthly production of dirty blood. Menstrual cycle? Errr.”

(In-4)
Understanding of menstruation personal “The full napkin should be immediately changed and intimate organs are
hygiene cleaned by spraying water. I don't know the direction.” (In-1)

“Wearing diapers is recommended twice a day, changed during the
menstruation.” (In-3)

“Parents assume children with disabilities will not reproduce in the future, so
they ignore menstrual hygiene.” (1k-4)

The experience of menarche and "Her menstruation got early. She had it before nine years old. I was shocked, |
menstrual symptoms in adolescents with thought she was wounded or something. The cycle is irregular, she hasn't got it
disabilities for three months. When she has her period, she likes to stay quiet, doesn't move

much, sometimes she has seizures.” (In-2)

“Sometimes I have pain in my stomach and waist. When I'm on my period, I'm
upset, crying and grimacing because it hurts.” (In-3)

“I had complaints of itches or blisters on the intimate organs like a red rash, but
she told me it is because we change the napkin's brand.” (In-4)

Personal Menstrual Hygiene Information Source

All the adolescents and their mothers have smartphones, social media platforms such as Facebook and Instagram
accounts, and access to the internet very well. However, the mothers had never sought out information on menstrual
hygiene either from social media or by participating in reproductive health seminars or trainings. The reasons were
that such information could be obtained from her own experience when cleaning her period, the symptoms her
daughter experienced during menstruation were not too severe to handle alone, and her adolescent daughter had a
normal metabolism like children in common.

The adolescents furthermore rarely got information related to menstruation prior to their first menstruation and
had not received menstrual hygiene information from parents, therapists, and teachers at school. The therapists stated
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that neither the adolescents nor their mothers were seeking information on menstrual hygiene because the topic was
still considered taboo and ignored related problems. The therapists suggested that they should also be educated by
reproductive health professionals. Therefore, they could also comprehend the menstrual hygiene and provide true
information to the adolescents and parents.

Table 5. Th and Sub-th Related to Informant’s Statement on the Sources of Information on Menstrual Personal Hygiene

Theme Sub-theme Informant’s Statement

Source of Information Information obtained by “I have never attended training on proper menstrual hygiene in children with disabilities.
the mothers of think In-1 has a normal metabolism like typical children” (1k-1)
adolescents about “I never sought information on it. If there's a problem with my child, I will learn from my
menstrual personal experience.” (In-2)
hygiene “Err not yet, I think her symptoms are not too severe, so I don't find out more.” (IK-3)
Information obtained by “No, not at school. [I] know menstrual information only from Google.” (In-3)
the adolescents about “I never got that information from anyone.” (In-4)
menstrual personal “They rarely seek information on menstruation, maybe because it is still taboo and still
hygiene ignored.” (1k-4)

“We therapists also need to be literate about menstrual hygiene.” (Ik-2)

Discussion

Female adolescents with disabilities have a limited ability to practice the menstrual hygiene, resulting in a high
risk of vaginal infection.12 According to a cross-sectional study in India, 93 adolescents with CP stated that they used
napkins (69.4%), while the rest used old rags, assisted by their mothers or caregivers to change the sanitary napkins
(38.8%). Also, adolescents with CP showed signs of vaginal infection (58.3%), and some showed signs of premenstrual
syndrome (25%). The pain in adolescents with disabilities is caused due to their stiff muscle conditions, muscle cramps,
and joint limitations.13

The results of study by Zacharin ndicated that fifty four of the 79 (68.4%) menstruating adolescents described
their menstrual cycles as regular, with cycles ranging from 21 to 35 days. Twelve girls (15%) had cycle lengths of less
than 21 days, and 13 (16.5%) of greater than 35 days.. Various medical co-morbidities and the use of medications that
are common for people with CP might cause menstrual cycle irregularities. Irregular menstrual cycle could also be
resulted by the limited mobility or wheelchair dependence and deficient vitamin D due to limited exposure to the
sunlight. 14

Adolescents with disabilities seriously require information on dealing with menstruation because many of them
do not understand what they should do while they are on period, such as improper use of napkins, rarely changing
napkins, unstable emotional changes, menstrual pain, and improper personal hygiene.!> With the proper approach to
menstrual management in female adolescents with disabilities, it is expected that they would be able to manage their
menstruation independently.16

The cloth napkin is often not recommended due to its repeated use. In addition, it is unhygienic washing process
which might result in rashes and infections. Cloth-type napkins are also risky for abnormal vaginal discharge and skin
irritation. Disposable sanitary napkins are preferred because they are more hygienic, convenient, and easy to use.
However, the disposal process of disposable napkins can produce much waste; hence, a proper waste management is
needed to avoid some environmental issues.1”

Sanitary napkins should be changed every 4-5 hours even if only a little blood comes out and can be changed more
often if more blood comes out.® Adolescents often wait until the napkin is fully contained with blood to change them.18
Continuous and prolonged diaper use may cause skin irritation and reproductive tract infection.1® The blood released
during menstruation contains bacteria that multiply within 30 minutes, so that within 1-2 hours there are too many
bacteria. It is necessary to wash hands before and after changing the napkins.2°

Adolescents with physical and intellectual disabilities need assistance for menstrual hygiene, such as cleaning the
genitals from menstrual blood.1* The proper way to clean a woman's genitals is to use clean water in the direction from
the front (vagina) to the back (anus) so that bacteria from the anus do not enter the vagina.2! There is no need to
frequently use particular cleansing soaps since the vagina already has a natural mechanism to maintain its acidity to
prevent bacteria from entering the vagina.?2 Frequent use of soap will kill the good bacteria in the vagina.22

The disposable napkins should be wrapped first for disposal to prevent disease transmission. If there is much
menstrual blood in the sanitary napkin, it should be washed first with running water, then wrapped and thrown into a
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special trash can for disposal. Wrapping the napkins should use paper instead of plastic since plastic is nondegradable
so that it can pollute the environment.10

Female adolescents with disabilities are poorly informed and unprepared for menarche due to the inadequate
knowledge of menstruation and menstrual hygiene behavior.¢ A study in Yogyakarta, Indonesia, indicated that about
61.5% of adolescents are categorized as lacking knowledge. A phenomenon that often occurs in the community is the
feeling of taboo towards menstruation so that adolescents' acceptance of some physical and psychological changes
related to menstruation is poorly understood. Knowledge of menstruation can influence the attitude and behavior of
the following periods. Behavior towards menstruation is a response in adolescents with disabilities to symptoms that
occur during menstruation, such as discomfort due to menstrual pain and emotional imbalance.!5

During the first period, adolescents mostly catch discomfort feelings, such as fear and shock to see blood release
or stick to their underwear.23 They thought that there is a disease or injury. The feeling arises in adolescents who, when
they get their first period, have not yet received information on menstruation.23 Preparation for menstruation, such as
knowledge and management during periods, is minimal for adolescents with disabilities.1>

Moreover, a misconception that people with disabilities do not have the same reproductive system as people
without disabilities makes them less likely to receive information on menstrual hygiene management.2* Yet, such
information is usually kept secret from people with intellectual disabilities because it is thought that they will not
understand it. If this is the case, communications while providing information should be more simplified and adapted
to their level of understanding to manage their periods.25

Based on the problems described, educational media are needed to elevate the knowledge of adolescents with
disabilities and their parents.2® Providing educational media on menstrual health management in posters, videos,
leaflets, and modules can increase the adolescents' knowledge and attitude to be more positive towards menstrual
symptoms.2’ The media provision in the form of a booklet affects an improvement in the knowledge of menstruation in
adolescents with disabilities. The booklet has several advantages, including that it contains images and attractive colors
and is easy to understand; therefore, children with disabilities are interested to read it. Growth and development clinics
should provide information in the forms of posters, videos, and booklets about menstrual hygiene procedures to
maintain the reproductive health of adolescents with disabilities.28

Conclusion

This study underlined the significance of increasing adolescents with disabilities' independence in menstrual hygiene
behavior. Evidence shows adolescents with disabilities and their caregivers receiving less information, thus they have
not been practicing proper menstrual personal hygiene behavior, and they still need some assistance from mothers or
caregivers. Providing information at growth and development clinics through posters, videos, and booklets on
menstrual hygiene procedures provides knowledge to adolescents with disabilities to maintain their reproductive
health. Interventions from therapists by creating more programs to train adolescents' independence in practicing
menstrual hygiene are needed to minimize adolescents' dependence on their parents or caregivers.

Abbreviations
UNICEF: United Nations Children’s Fund; CP: Cerebral Palsy.

Ethics Approval and Consent to Participate

The authors guaranteed confidentiality on any information provided by informants. All informants were explained about the research and requested
willingness to fill out an informed consent form according to the Declaration of Helsinki, which states that the informant's participation can provide
voluntary and non-coercive informed consent. Participants were allowed to continue or stop their participation in the study. Ethical approval was
obtained from the Commission of Research Ethics and Community Engagement of the Faculty of Public Health, Universitas Indonesia No. Ket-
353/UN2.F10D11/PPM.00.02/2021).

Competing Interest
The authors declared that they have no competing interests in this study.

Availability of Data and Materials
Data and materials are available upon request.

Authors’ Contribution
NKE conceived the idea and planned the research, carried out the research, discussed the results, writing a draft of the manuscript. AK, EW, and KNS
directed and supervised this study, overviewed, and gave final approval to the manuscript.

119



Kesmas: Jurnal Kesehatan Masyarakat Nasional (National Public Health Journal). 2024; 19 (2): 113-120

Acknowledgment

The authors thanked all parties involved at two growth and development clinics in South Jakarta, Indonesia, for allowing and assisting the authors.
The authors also thanked Dr. Weni Muniarti, MPH, as the out-of-school adolescent and school-age health section coordinator from the Ministry of
Health and Mr. Jeri Novaro S, SST.Ft., S.K.M., M.Fis as clinic manager, who has been pleased to provide input on this study.

References

1. United Nations Children's Fund. Seen, Counted, Included: Using data to shed light on the well-being of children with disabilities. New York: United
Nations Children's Fund; 2022.

2. Badan Penelitian dan Pengembangan Kesehatan. Hasil Utama Riskesdas 2018. Jakarta: Kementerian Kesehatan Republik Indonesia; 2018.

3. Badan Kependudukan dan Keluarga Berencana Nasional, Badan Pusat Statistik, Kementerian Kesehatan. Survei Demografi dan Kesehatan
Indonesia 2017: Kesehatan Reproduksi Remaja. Jakarta: Badan Kependudukan dan Keluarga Berencana Nasional; 2018.

4. Badan Penelitian dan Pengembangan Kesehatan. Hasil Utama Riskesdas 2013 Jakarta: Kementerian Kesehatan Republik Indonesia; 2013.

5. Proverawati A, Misaroh S. Menarche: Menstruasi Pertama Penuh Makna. Yogyakarta: Nuha Medika; 2009.

6. Power R, Wiley K, Muhit M, et al. 'Flower of the body': menstrual experiences and needs of young adolescent women with cerebral palsy in
Bangladesh, and their mothers providing menstrual support. BMC Womens Health. 2020; 20 (1): 160. DOI: 10.1186/s12905-020-01032-3.

7. Roden RC, Schmidt EK, Holland-Hall C. Sexual health education for adolescents and young adults with intellectual and developmental disabilities:
Recommendations for accessible sexual and reproductive health information. Lancet Child Adolesc Health. 2020; 4 (9): 699-708. DOLI:
10.1016/S2352-4642(20)30098-5.

8. Cummins C, Pellicano E, Crane L. Supporting Minimally Verbal Autistic Girls with Intellectual Disabilities Through Puberty: Perspectives of
Parents and Educators. ] Autism Dev Disord. 2020; 50 (7): 2439-2448. DOI: 10.1007/s10803-018-3782-8.

9. Steward R, Crane L, Mairi Roy E, et al. “Life is Much More Difficult to Manage During Periods”: Autistic Experiences of Menstruation. ] Autism Dev
Disord. 2018; 48 (12): 4287-4292. DOI: 10.1007/s10803-018-3664-0.

10. Ocviyanti D, Fidiansjah F, Rofiqoh H, et al. Manajemen Kebersihan Menstruasi dan Pencegahan Perkawinan Anak. Umniyati H, editor. Jakarta:
MUSLIMAT NU dan UNICEF Indonesia; 2020.

11. Wilbur ], Torondel B, Hameed S, et al. Systematic review of menstrual hygiene management requirements, its barriers and strategies for disabled
people. PLoS One. 2019; 14 (2): e0210974. DOI: 10.1371/journal.pone.0210974.

12. Pertiwi TI. Gambaran Tingkat Pengetahuan dan Praktik Menstrual Hygiene pada Siswi SDN 4 Pacarkembang Surabaya. JPK. 2018; 6 (2): 142-
154.DOI: 10.20473/jpk.V6.12.2018.142-154.

13. Rao AP, Shah H, Guruvare S, et al. Growth, sexual development and menstrual issues among girls with cerebral palsy - A cross sectional study in
a tertiary care centre. Clin Epidemiol Glob Heal. 2019; 7 (3): 367-371. DOI: 10.1016/j.cegh.2018.08.003.

14. Zacharin M, Savasi [, Grover S. The impact of menstruation in adolescents with disabilities related to cerebral palsy. Arch Dis Child. 2010; 95 (7):
526-530. DOI: 10.1136/adc.2009.174680.

15. Yati D, Lutfiyati A, Riyadi S, et al. Menstrual knowledge associated with adolescent’s attitude of intellectual disability on facing menstruation in
Bantul, Indonesia. Int ] Res Med Sci. 2020; 8 (8): 2871-2876. DOI: 10.18203/2320-6012.ijrms20203429.

16. Salsabil A, Novianti LE, Agustiani H. Pengetahuan, Sikap, dan Keterampilan Ibu Mengenai Pubertas pada Remaja Putri dengan Disabilitas
Intelektual Ringan. JKKP ] Kesehat Kel Pendidik. 2020; 7 (02): 130-143. DOI: 10.21009/JKKP.072.02.

17. United Nations Children's Fund. Guide to menstrual hygiene materials. New York: United Nations Children's Fund; 2020.

18. Kementerian Pendidikan dan Kebudayaan. Panduan Manajemen Kebersihan Menstruasi Bagi Guru dan Orang Tua. Jakarta: Kementerian
Pendidikan dan Kebudayaan dan UNICEF; 2017.

19. Ullya U, Widyawati W, Armalina D. Hubungan Antara Pengetahuan dan Perilaku Ibu dalam Pemakaian Disposable Diapers pada Batita dengan
Kejadian Ruam Popok. ] Kedokt Diponegoro. 2018; 7 (2): 485-498. DOI: 10.14710/dmj.v7i2.20691.

20. United Nations Children's Fund. Guidance on Menstrual Health and Hygiene. New York: United Nations Children's Fund; 2019.

21. Kusmiran E. Kesehatan Reproduksi Remaja dan Wanita. Jakarta: Salemba Medika; 2011.

22. Phonna R, Maulina M. Upaya Menjaga Kebersihan Saat Menstruasi pada Remaja Putri. Idea Nursing J. 2017; IX (2): 14-20. DOI:
10.52199/inj.v9i2.12563.

23. Hastuti, Dewi RK, Pramana RP. Studi Kasus tentang Manajemen Kebersihan Menstruasi (MKM) Siswa SD dan SMP di Indonesia. The Smeru Res
Inst. 2019; 1-84.

24. Wilbur |, Kayastha S, Mahon T, et al. Qualitative study exploring the barriers to menstrual hygiene management faced by adolescents and young
people with a disability, and their carers in the Kavrepalanchok district, Nepal. BMC Public Health. 2021; 21 (1): 476.DOI: 10.1186/s12889-021-
10439-y.

25. Gray SH, Wylie M, Christensen S, et al. Puberty and menarche in young females with cerebral palsy and intellectual disability: A qualitative study
of caregivers' experiences. Dev Med Child Neurol. 2021; 63 (2): 190-195. DOI: 10.1111/dmcn.14698.

26. Fatmawati S. Pelatihan Personal Hygiene Terhadap Kemampuan Keluarga Dalam Perawatan Diri Pada Anak Cerebral Palsy. Gaster. 2017; 15 (2):
166-179. DOI: 10.30787 /gaster.v15i2.204.

27. Sitohang NA, Adella CA. Pengaruh Pendidikan Kesehatan Terhadap Pengetahuan dan Sikap Siswa SMP Dharma Pancasila Tentang Manajemen
Kesehatan Menstruasi. ] Ris Hesti Medan Akper Kesdam I/BB Medan. 2019; 4 (2): 126-130. DOI: 10.34008/jurhesti.v4i2.146.

28. Putri DM, Kurniasari L. Pengaruh Media Booklet terhadap Pengetahuan Menstruasi dan Pencegahan Pelecehan Seksual pada Remaja Disabilitas
di SLBN Pembina Provinsi Kaltim. BSR Borneo Stud Res, 2020; 2 (1): 285-291.

120


https://data.unicef.org/resources/children-with-disabilities-report-2021
https://kesmas.kemkes.go.id/assets/upload/dir_519d41d8cd98f00/files/Hasil-riskesdas-2018_1274.pdf
https://spada.uns.ac.id/pluginfile.php/656894/mod_resource/content/1/SDKI_KRR%202017.pdf
https://layanandata.kemkes.go.id/katalog-data/riskesdas/ketersediaan-data/riskesdas-2013
https://pubmed.ncbi.nlm.nih.gov/32738885/
https://pubmed.ncbi.nlm.nih.gov/32827491/
https://link.springer.com/article/10.1007/s10803-018-3782-8
https://link.springer.com/article/10.1007/s10803-018-3664-0
https://www.unicef.org/indonesia/media/9491/file/MHM%20and%20Child%20Marriage%20Prevention%20(Indonesian).pdf
https://pubmed.ncbi.nlm.nih.gov/30726254/
https://e-journal.unair.ac.id/PROMKES/article/view/7182
https://www.sciencedirect.com/science/article/pii/S2213398418300794?via%3Dihub
https://pubmed.ncbi.nlm.nih.gov/20457697/
https://www.msjonline.org/index.php/ijrms/article/view/6690
https://journal.unj.ac.id/unj/index.php/jkkp/article/view/16411
https://www.unicef.org/documents/guide-menstrual-hygiene-materials
https://www.unicef.org/indonesia/sites/unicef.org.indonesia/files/2019-05/MHM%20Guidance%20for%20Teacher%20and%20Parents-PMRC-Recommendation.pdf
https://ejournal3.undip.ac.id/index.php/medico/article/view/20691
https://www.unicef.org/media/91341/file/UNICEF-Guidance-menstrual-health-hygiene-2019.pdf
https://jurnal.usk.ac.id/INJ/article/view/12563
https://smeru.or.id/id/file/2148/download?token=KYOd0jgW
https://pubmed.ncbi.nlm.nih.gov/33691653/
https://pubmed.ncbi.nlm.nih.gov/33010048/
https://doi.org/10.30787/gaster.v15i2.204
https://jurnal.kesdammedan.ac.id/index.php/jurhesti/article/view/146
https://journals.umkt.ac.id/index.php/bsr/article/view/1530

	Menstrual Personal Hygiene Behavior Among Adolescents with Physical and Intellectual Disabilities
	Recommended Citation

	Introduction
	Method
	Results
	All the adolescents told how they felt during their menarche. They were shocked, uncomfortable because of the pain, and confused because they had never been explained about menstruation before. All the adolescents experienced complaints of irritation ...
	Discussion
	Conclusion
	References

