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Abstract 

 

Introduction: The menstrual cycle process is same for girls and women but the support 

level for managing their menstruation must be higher in girls with intellectual 

disabilities. They need more support for managing and developing menstrual 

management habit because of their cognitive limitations in understanding, learning, 

applying and expressing their needs due to limitations in communications. They 

generally they get support in education, leisure and other areas of self-care activities 

from professionals but in case of menstrual management their mothers are the only 

support giver. 

 

Aim and objectives: The aim of the study was to explore the experience of mothers in 

managing their daughters with intellectual disabilities during menstruation. Study 

objectives includes identifying type of support, challenges faced by mothers, menstrual 

impacts and based on the challenges adopt some strategies and recommendations to 

ease mothers stress and developing menstrual management habit among girls with 

intellectual disabilities. 

 

Study method: Data was collected by conducting in-depth interview sessions with six 

mothers of girls with intellectual disabilities and data was collected till saturation. Data 

were analyzed by using thematic analysis to develop themes that explore the 

experiences of the mothers. 

 

Results: Researcher identified four themes containing subthemes including 1. various 

level of menstrual supports (sub-themes- mothers give support before starting 

menarche , mothers need to understand premenstrual symptoms, first onset of 

menstrual support by mothers , regular menstrual support noticing, reminding , Mostly 

mothers are the only caregiver, 2.  mothers facing so much challenges (sub-themes-

first menstrual reactions management causing stress, care burden causes challenges and 

stress for mothers, thinking about extra protection issue also cause stress for mothers), 

3. achieving menarche has long term impacts both physical and psychologically 

(subthemes- after achieving menarche girls are growing faster, girls achieve better 

understanding level), 4. strategies come out from mothers that overcome challenges 
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and ease mothers emotional distress subthemes- mothers focus on increasing girl’s 

independency level, Support seeking behavior by mothers, mothers focus on increasing 

girl’s independency level, mothers give more importance on professional’s 

recommendations). 

 

Discussion: Although supports from professionals’ might ease mother stress and give 

her hope about future management of menstruation, these type of supports are absent 

or inadequate. Mothers manage their daughters during their menstrual period by 

applying their own experiences. 

 

Conclusion: Mothers facing so many challenges and mental stress but they have to 

manage the situation by themselves due to inadequate sharing platforms and social, 

religious and cultural taboo. 
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Chapter 1: Introduction 

 

1.1 Background of the study 

Menstruation is normal process of a women’s life that starts during puberty. For the first 

time it's challenge for every woman but proper guidance and education about handling this 

situation by mother or other family members will make them able to manage the situation 

independently until menopause. But the situation is different for women with disabilities 

because they may need support depending on the severity of their disabilities. Literatures 

show that menstruation process (regular menstrual cycle- amount of flow, length of cycle) 

for women with intellectual disabilities (ID) are the same as for women without intellectual 

disabilities (Memarian & Mehrpisheh, 2015).  

 

Intellectual disability is the disability where the person may have mild to severe problem 

in understanding, learning new things and applying learning in handling any problem or 

situation (Gonzalez, Martinez & Bedolla, 2018). So, they have not same capabilities to 

handle the menstrual care as women without ID. That’s why they may need support from 

caregiver usually mother for proper managing menstrual hygiene including wearing & 

changing pad, maintain hygiene, cleaning etc. Yaacob et al. have found in their study that 

mothers always think about their girl reaction about onset of menstruation and how they 

will manage that situation (Yaacob et al, 2012). As mothers are supporting the girl in other 

daily living areas like self-care activities, education and leisure activities, managing 

challenging and disruptive behavior so they take the menstrual care as additional burden 

which creates high level of stress. Mothers need to give support to their girl with intellectual 

disabilities in wearing and changing pad, dealing with pain and behavioral difficulties 

during menstruation (Gonzalez, Martinez & Bedolla, 2018).  

 

Besides facing challenges in managing menstrual hygiene parents also fear of sexual abuse 

that’s why some parents make decisions about hysterectomy and hormone replacement 

therapy (Yaacob et al, 2012; Greenwood & Wilkinson, 2013). But both hormone 

replacement therapy and hysterectomy is not morally recommended as hormone 

replacement therapy has side effect such as osteoporosis (Memarian & Mehprishes, 2015) 
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and as women with ID also have sexual and reproductive rights (Rugoho & Maphosa, 

2017). Although laws in many countries permit hysterectomy for the girl with severe ID to 

protect them from pregnancy as a result of rape and reduce menstrual management burden 

(Memarian & Mehprishes, 2015).  

 

In one study, some Indian and Australian some mothers make decision for hysterectomy 

due to facing some negative experiences such as excessive care burden because menstrual 

supports are count as embarrassing task by other family members and some mothers take 

their girl’s menstruation as normal process and good for their girl so they feel the need for 

training and information related to menstrual care of menstruation of their girl with ID 

(Gonzalez, Martinez & Bedolla, 2018).  

 

1.2. Significance of the study 

In Bangladesh there is very limited study related to menstrual issue for women with 

disabilities and also this issue is understudied for the girl with intellectual disabilities. Some 

studies are conducted regarding to menstrual health management of school going girls and 

found that 85% students use old cloths for their menstrual management due to lack of 

awareness and 40% remain absent in school due to menstrual symptoms like pain, nausea, 

tiredness etc. (Farhin, 2018; Mahbub et al, 2017). Another study conducted in Bangladesh 

has found that Bangladeshi women garment workers are more vulnerable to health risk for 

using spare fabrics or textile waste found on the floor of the factory and 44% women 

complains contracting from urinary infection (Malik, 2017). Women or girls with 

disabilities are more vulnerable as they may need support for managing the issue for their 

limitations although the issue is understudies still now. 

 

In Bangladesh usually girls with intellectual disabilities receives education from special 

school system where multi-professionals’ occupational therapist, speech and language 

therapist, psychologist and special educators work together for improving their daily living 

skills, communication skills, academic skills and social skills. Special school girls with ID 

receives therapy services, vocational training, self-care skills (eating, dressing, washing 
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activity, cleaning, toileting, personal hygiene etc.) training, leisure participation skills 

through participating in individual session, group activities, live performance etc.  

 

Although self -menstrual care is important area of self-care skills but there is limited 

practice related to this area. Usually mothers don’t get any information or training from 

school and manage by applying their own knowledge. Even professionals from their school 

are not informed about this issue. So, this study has explored mothers’ experiences and 

based on mothers’ experiences researcher adopted some strategies and recommendations 

that will helpful for school authority, professionals to design specific educational and 

training program for mothers and their daughters with intellectual disabilities. The study 

findings also will draw the attention of the policy makers for addressing the issue 

considering mothers’ experiences. 

 

1.3. Aim and objectives of the study 

The aim of the study is to explore the mothers experience in handling their girls during 

menstruation and the objectives are- 

a) To explain the type of supports, need to give by mothers to manage menstrual 

hygiene 

b) To describe the challenges of mothers in managing first menstruation and regular 

menstrual hygiene including their (mothers) own emotional distress  

c) To explain the impacts of menstruation on the girls with intellectual disabilities 

(physical, psychological). 

d) To explore strategies that can be adopted to overcome challenges and reduce 

mother’s emotional distress  

 And result of the objectives indicates the need for implementing training and educational 

program about menstrual care girl with ID in practice of health professionals, school staff 

and day center. 
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Chapter 2: Literature review 

Literature review is done by searching different literatures on Google scholar, PubMed, 

Google by writing research title related terms. The articles which were related to my title 

and research question and published within the last 5 years were more prioritized and 

reviewed very carefully explaining my research question related terms. 

 

Intellectual disability is a term where the person has limitation in mental functioning that 

causes limitation in learning, communication, social skills and taking care of him/her. They 

may have limited ability in the area of age appropriate new learning and applying those 

learning practically (DSM-V, 2013). Sometimes their physical development is as normal 

but mental development become slower according to age. The group of this people also 

characterized by level of intellectual functioning based on the IQ, who have IQ of 70-75 or 

less that originates before the age of 18 counts as intellectual disabilities (Greenwood & 

wilkison, 2013). According to world health organization (WHO), intellectual disability is 

a “state of arrested or incomplete development of mind which means that the person can 

have difficulties in understanding, learning and remembering new things and in applying 

that learning to new situation” (WHO, 2011). It is also known as developmental disability, 

learning disability, mental retardation or mental handicap and intellectual disability 

(Gonzalez, Martinez & Bedolla, 2018). 

 

The critical components of IQ test including verbal comprehension, working memory, 

perceptual reasoning, comprehensive reasoning, abstract thought, cognitive efficacy. 

Judgements, clinical training are required to appropriately interpret the results (DSM-V, 

2013). Mild ID refers when the person has intellectual quotient (IQ) range from 50 to 70 

and most of them with mild ID can lead independent life within the community with some 

kind of vocational and social skills training, moderate ID from IQ level 35 to 49 and this 

group of person need social, vocational and occupational training for leading life within 

community with the supervision, IQ level is 20 to 40 for severe ID and 20 to 25 for 

profound ID where person with severe ID also can become skilled in some self-care 

activities and communication but they need close supervision and the person with profound 

ID need private and highly support for developing basic self-care skills, communication 
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skills and motor development by training in a structure environment (DSM-IV, 2000 as 

cited in Park, 2013). On the basis of the adaptive functioning not IQ score, ID is also 

classified into mild, moderate severe and profound intellectual disability based on three 

domain analysis conceptual domain where there are difficulties in academic performances 

learning, reading, writing, money management and support needed in one or more areas to 

meet age related expectations (DSM-V, 2013). 

 

Girls with intellectual disability also experience menarche as girls without disabilities. 

Among 300 students Hosain et al. found in their study that 68% girls reached menarche in 

age of 12-13 and only 5.705 reached menarche at the age of 9-10 years (Hossain et al, 

2014). Every girl has to face this phase during their adolescent age of 10-15 years old 

(Jaman, Shampa & Rahman, 2010). At this time the girls face some physical changes 

(wider hip, growing breast and hair growth) and symptoms like abdominal cramps & pain, 

nausea, headache, backache, tenderness in breast, constipation and emotional & 

psychological changes like irritability, sadness, anxiety, fatigue, mood swing, insomnia, 

emotional sensitivity (House, Mahon & Cavill, 2012; Yaacob et al, 2012). 

 

United nations define adolescent as the second decade of life between 10-19 years 

(UNICEF, 2011 as cited in Samuels, Jones & Hamad, 2017) and during this time boys and 

girls achieve some changes such as start of menstruation for girls, breast development for 

girls, hair growth, deepening voice and transition from childhood to adult hood. Jones and 

Hamad also mention that adolescence is a pivotal time where some changes occur and 

specially girls have to pass this time with experiencing lot of life changing experiences 

such as social isolation, bullying by peers, lack of supportive adults and sexual and others 

violence such as domestic violence (Jones & Hamad, 2017). Adolescent face multiple 

disadvantages due to age, gender, disability, poverty that create inequality in accessing 

health information, services and supplies to support them through puberty and girls with 

disabilities have very limited support in case of menstrual management (Jones et al, 2020). 
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Tan et al. described the menstrual cycle in their study that menstrual cycle lasts for an 

average 28 days (Tan et al, 2020) and there are no differences in length of cycle, menstrual 

flow of girls with and without intellectual disabilities (Memarian & Mehrpisheh, 2015). 

 

Katalinic et al. mentioned that children with ID show pre-menstrual symptoms such as 

restlessness, hyperactivity, aggressiveness, crying, cramp, weight gain, even seven days 

before of bleeding seizures can happen which are troublesome for mothers (Katalinic et al, 

2012). Yaacob et al have found in their study that half of the parents remain tensed about 

their daughter’s first reaction on the onset of menarche and handling those situations 

(Yaacob et al, 2012). One qualitative study conducted in India have found that most of the 

mother prefer to keep the issue secret and skip the necessity of menstrual management 

training as they like to manage this in their own way but some mothers also state that 

repeatedly practice the usage, disposal of sanitary napkin by their mother and elder sister 

some women with ID are independent in their menstrual hygiene (Gonzalez, Martinez & 

Bedolla, 2018). Mothers have tendency to hide the menstrual issue and stop talking about 

this issue openly due to social stigma and these can cause fear and anxiety among girls also 

(Jones et al, 2020).  

 

Menstrual cycle creates additional stress for the family for some behavioral problems such 

as self-injurious behavior, crying and distracting behavior around the cycle and also can 

creates some medical problems such as polycystic ovarian syndrome, epileptic disorder, 

irregular in menstruation which can cause economic burden also (Thapa & Shivakami, 

2019). Steward et al. found that during menstruation girls’ others associate conditions such 

as epilepsy can be exaggerated and seizures can be increased during this time.  

 

In one Taiwan study most of the mother take the menstrual management issue as their fate 

and cope with the issue manage this issue in their own strategic way without discussing 

this issue with others professionals and strategies are influences by mother’s own menstrual 

management strategies. They use napkin, pad and change this depending on the flow of 

blood and need to clean underwear frequently and in the night sometime blood piers and 

unclean cloths and bed which creates extra working load for the mother (Chou & Lu, 2012). 
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Parents think that although the menstrual hygiene can be managed by support but in future 

how their daughter can manage this if mothers are not available (Yaacob et al, 2018). 

 

 Thapa and Shivakami stated that in India and Nepal girl with menstruation forced to keep 

in ‘menstrual hut’ or cowshed for separating the girl from the family and they also stated 

that not only in Nepal or India in most communities throughout the world menstrual issue 

is considered as social, religious and culturally restricted issue for ritually unclean (Thapa 

& Shivakami, 2019) that’s why mother is only responsible for managing this issue without 

involving the others family members (Chou & Lu, 2012). Walia et al. stated in their study 

that still now there is various misconception and restriction about menstruation among 

Indian and they count the menstruation as dirty or unclean things even adolescence girls 

develop negative concept about their physiological phenomena and they have very limited 

scientific knowledge about menstruation and puberty (Walia et al, 2015). Steward et al 

found in their study that there is social taboo related to menstruation such as dirty things, 

things of fear or be ashamed or embarrassed, so to accept it as natural, normal and healthy 

part of growing young girls need to know the biological information about menstrual cycle, 

anatomy of the vagina or uterus and causes of happening menstruation (Steward et al, 

2010). 

 

Besides managing menstrual hygiene parents or caregiver feel the extra care burden and 

fear of sexual abuse to their daughter as some girls with ID can’t express and maintain their 

needs, violence. That’s why some parents or caregiver make decisions to permanently 

remove the uterus or other contraceptive methods for avoiding this kind of burdens 

(Gonzalez, Martinez & Bedolla, 2018; Thapa & Shivakami, 2019). Parents take this 

decision without taking permission from their daughter with ID as they think their daughter 

is to naïve to understand which causing the sexual and reproductive right violence of the 

women with ID (Gonzalez, Martinez & Bedolla, 2018; Thapa & Shivakami, 2019, 

Rughoho & Mephosa, 2017). In Zimbabwe women with disabilities are forced to 

sterilization and administration of lifelong contraceptive without their consent (Rughoho 

& Mephosa, 2017) and society people even family of the people with disabilities have 

negative attitudes about their sexual and reproductive life (Rughoho & Mephosa, 2015 as 
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cited in Rughoho & Mephosa, 2017). The United Nations Convention on the Rights of 

Persons with Disabilities (UNCRP), international law which elaborates the rights of PWDs 

along with equal access to sexual and reproductive rights for the PWDs (Rughoho & 

Mephosa, 2017). 

 

Menarche signals the body is now ready for reproductive life or pregnancy (Tracky, Grover 

& Macgibbon, 2016) for that reason parents become conscious about the risk of sexual 

abuse & unwanted of their daughter after menarche (Memarian & Mehrprisheh, 2015). In 

quantitative study of Malaysia have found that majority of the parents fell the risk of sexual 

abuse of their child and think that irresponsible person can take advantage from their 

daughter (Yaacob et al, 2018). Another study found that the women with disabilities are 

seem too weak by abuser so they are more prone to sexual abuse (Rughoho & Mephosa, 

2007 cited as Rughoho & Mephosa, 2017).  

 

Literatures shows that although the girl with ID have problem in level of understanding 

depending on their severity of intellectual skills but all have an ability to learn menstrual 

management skills and self-protection skills by giving proper training and education 

regarding to menstrual management, basic reproductive physiology, dealing sexual 

harassment, aware about good touch, bad touch model, aware about their bodies, puberty, 

communication about intimacy and sexuality, gender differences based on their level of 

understanding (Yaacob et al, 2018; Memarian & Mehrprisheh, 2015, Greenwood & 

wilkison, 2013; Field et al, 2013). Girls with mild intellectual problem have more 

independency level in managing menstruation, where moderate IDs need supervision 

support in performing self-care during menstruation and girls with severe or profound ID 

completely dependent on mothers (Joshi & Joshi, 2015 as cited in Ariyanti & Royanto, 

2017). 

 

There is risk of sexual harassment of girls with ID if they need assistance from others for 

cleaning their bodies so self-care skills training during their menstruation is very important 

issue and training method depends on the individual unique characteristics (Ariyanti & 

Royanto, 2017). There is lack of primary research and guidelines on sexual health care to 
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girls with ID although women with ID have high risk for abuse including sexual abuse. 

People with ID known as disparity group and their sexual care is very neglect area 

(Greenwood & Wilkinson, 2013). Adolescent face multiple disadvantages due to age, 

gender, disability, poverty that create inequality in accessing health information, services 

and supplies to support them through puberty and girls with disabilities have very limited 

support in case of menstrual management (Jones et al. 2020). 

 

Wilbur et al found that menstrual restrictions add additional challenges for careers and 

there is inadequate menstrual hygiene information, training and support such as one 

participant told that she needed one year to understand the process and experience and one 

told that teacher sent her daughter from the school to home at the onset of menarche instead 

giving support (Wilbur et al, 2021). Women with ID feel embarrassing to share and openly 

discuss about sexual issue so create positive environment like providing adequate 

information about sexual health and longer appointment needed where everyone can feel 

comfort to share and discuss openly (Greenwood & Wilkinson, 2013). Group training is 

more effective rather than training through booklet because mothers have greater 

understanding and awareness about sexual health care of adolescent girls with intellectual 

disabilities through group training (Goli, Noroozi & Salehi, 2021). 

 

Wilbur et al. mentioned that based on the SDGs aim ‘no one leaves behind’ there should 

be give attention to minority group as women with disability to develop disability inclusive 

menstrual hygiene management guidelines for making progress within last nine years of 

the SDGs (Wilbur et al, 2021). 
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Chapter 3: Methodology 

 

3.1. Theoretical Framework 

3.1.1. Hormonal impacts 

Menstrual cycle is repetitive process which is controlled by changing level of some 

hormones in the women body and these hormones are responsible for changing mood 

during menstrual cycle (Schwartz, Romanis, Meiyappan, Souzal & Einstein, 2012). The 

menstrual cycle consists of three Phases-Menstrual phase (day 1-5), Follicular Phase (Day 

6 to 14, with ovulation occurring at day 14) Luteal Phase (Day 15 to 28) (Levay & Valente, 

2006 as cited in Motivation and emotion book, 2015). Gonadotropin-Releasing hormone 

(GnRh) stimulates Follicle stimulating hormone for maturing follicle where premenstrual 

symptoms ease with GnRH.  Increasing estrogen hormones is associate with high anxiety, 

irritability which usually occurs just prior to menstruation and progesterone hormone is 

associated with ease the premenstrual symptoms (Integrative Psychiatry, 2015 as cited in 

Motivation and emotion book, 2015). Premenstrual syndrome (PMS) describe in the 

international classification of disease that it is the cyclic recurrent of some symptoms such 

as distressing physical, emotional and behavioral symptoms which influence women 

health, behavioral and functional performance and about 30% to 50% of menstruating 

women experience moderately severe PMS 4% to 14% experience severe PMS during 

menstrual cycle (Taylor, 2005).These premenstrual disorders are the major challenges and 

fear of the caregiver of/mother specially girl with disability (Yaacob et al, 2012). 

Psychological symptoms (Fatigue, difficulty in concentration, irritability, sad, hopeless, 

anger etc.) may occur before one week of menstruation and symptoms ease during the 

initial week of menses (Taylor, 2005). Tailor also mentioned that Cyclic Perimenstrual 

Pain and Discomfort (CPPD) are the pain and discomfort during menstrual cycle and it 

affects 70% menstruating girl or women. 
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3.1.2. Cultural and religious beliefs 

Menstruation is as biological event as well as social and cultural events. Menstruation and 

its management are related to female issue. It is perceived socially as natural smelly and 

bloody. It is socially expected that girl will keep this issue secret and hide from boys and 

male and culturally also there is many taboo around this issue like girl with menstruation 

considered as impure and impurity will transfer upon others. Although menstruation is 

assign of women fertility but girl with menstruation have to feel secrecy, shame, 

embarrassment, fear and stigma due to surrounding environment (Danielson, 2017). In case 

of girl with disabilities the caregivers or Mothers also influenced by these factors- culture 

of society, beliefs, values that’s why they feel comfort to give support to their girl in 

managing menstruation in their own way without sharing with others even involving family 

members also (Gonzalez, Martinez & Bedolla, 2018). 

 

3.1.3. Impacts of Social learning theory on menstrual reaction 

Social learning theory plays role in developing premenstrual symptoms and negative 

experience during menstrual cycle. One study found that as menstruation is socially 

accepted to show negative symptoms during this period so women also show negative 

symptoms and in social learning theory people learn by observing others that means same 

things or in same situation what other people do (Woods, Mitchell & Lentz, 1995 as cited 

in Motivation and emotion book, 2015). Emotional changes occur during menstrual cycle 

as it is socially also expecting that women with menstruation will show emotional changes 

during this time. For example, if a girl see that her mother shows some emotional changes 

and negative feeling prior and during this time then the girl also will show the same 

behavior learned through observing her mother (Janes, 2008). In case of girls with 

intellectual disabilities mother also manage their girl’s menstrual issue from their own 

experience without discussing the issue with health professionals although facing various 

challenges (Yaacob et al, 2012). In China Society mothers have the only responsibilities in 

managing this issue for their daughter who need support so they have to learn or adjust to 

this society as society also expect that good mother must care to their daughter during 

menstruation (Chou & Lu, 2012). Social learning explains human learn from observing 

within society that guide their behavior (Janes, 2008). 
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3.1.4. Impact on cognitive theory on menstruation 

Cognitive theory is also important in explaining causes of premenstrual reactions. Based 

on this theory both physical symptoms and meaning of these symptoms causes emotional 

distress. Therefore, when someone feels the body function is out of her control (e.g. 

menstruation) then she reacts by showing irritate sadness and angriness which causes 

psychological and physical upset but also develop coping mechanism by overeating or 

mood swing (Blake et al, 1998 as cited in Motivation and emotion book, 2015). In case of 

girl with intellectual disabilities as they have wide ranges of cognitive problem like in 

conceptual knowledge, memory, reasoning, language), social (empathy, social judgment, 

interpersonal communication, relationships) and practical (personal care, self -

management, time and money management, recreation, managing school task) 

understanding and skills so they need supports, education and resources for adapting daily 

life (Trackey, 2016). Trackey also found girl with ID take longer time to learn the steps of 

maintaining menstrual hygiene as they very slow in understanding and memory but the girl 

who are able in maintaining toilet hygiene will able to be independent in maintaining 

menstrual hygiene also. 

 

3.1.5. Mothers stress 

The main challenges of handling people with disabilities are burden of care e.g. supports 

needed, medical cost for preventing harm and inclusion barriers e.g. accessing 

opportunities, social stigma that leads the people with disabilities and family members 

feeling stress (Bunning, Newton & Hartley, 2017).  

 

3.2 Study Design 

The aim of the study was to explore the experiences of the mother in managing menstrual 

hygiene of the girl with intellectual disabilities so the study adopted qualitative research 

approach because research has tried to develop theory and some recommendations 

regarding to the aim of the study with phenomenological study design as researcher has 

tried to explore the mothers’ lived experiences or feelings or perceptions in that particular 

situation.  
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3.3 Sampling technique and sample size  

Researcher purposefully selected cases which were information rich and matched with 

inclusion criteria and six mothers of girls with intellectual disabilities were interviewed 

and data were collected till saturation. 

 

3.4 Data collection tool  

The open ended questionnaire was developed by reviewing different literatures and then 

conducted a pilot study using 2 participants to see the acceptability of the questionnaire 

against culture, individual understanding. After test researcher made some modifications 

to the questionnaire and these 2 participant’s data were not analyzed. 

 

3.5 Study setting 

 Study setting were Wiiliam Marie Taylor School,  Savar and Alokito Shishu Special 

school, Mohammadpur and Center for the Rehabilitation of the Paralysed (CRP), Savar in 

Bangladesh but in case of collecting data research collected data only from two special 

school and needed to skip the rehabilitation unit because girl with intellectual disabilities 

take therapy session in special school were not available in the  rehabilitation unit and non-

school going girls with ID were not available  during data collection time.  

 

3.6 Data collection method 

Researcher confirmed the diagnosis as intellectual disability by checking documents of 

clinical assessment of that particular girls with ID. Clinical assessment was conducted 

combine by different professionals (OT, SLT, Psychologist, Special educators) and clinical 

assessment criteria are mostly matched with DSM-V criteria of adaptive deficits in the area 

of conceptual, social and practical domains for identifying mild, moderate, severe and 

profound ID. The study selected girls with ID who had mild to severe ID and who already 

achieved monarchy phase considering adolescence age 10-19 years old (UNICEF, 2011 as 

cited in Samuels, jones & Hamad, 2017) and need support during their menstrual period. 
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 Researcher concerned the participants about purpose of the interview and also concerned 

about confidentiality issue. After taking consent from the participant’s researcher used 

open ended questionnaire for researcher for conducting face to face interview to the 

participants. As the research topic was sensitive issue so researcher collected data by 

individual face to face interview maintaining higher privacy. Each interview session took 

around 15-20 minutes. Researcher conducted informal discussion with the mothers of 

school going girl with ID by social talk to build rapport so that they became feel free to 

share the issue openly. Researcher only recorded answer of qualitative part of the 

questionnaire by taking consent formally and took answer of demographic part without 

recording for maintaining confidentiality. Due to unavailability of the ID girls in the 

rehabilitation unit and pandemic situation researcher only collected data from school going 

girls with ID and data was collected till saturation of the information. 

 

3.7 Data analysis procedure 

After collecting data researcher had made script hearing recording and ensured translation, 

back translation of the script for the question of acceptability. Researcher used thematic 

analysis to identify pattern in the data that are interesting and important to address the 

research question. Researcher performed thematic analysis by becoming familiar with the 

data, generating initial coding of the data, searching for theme and reviewing the theme, 

defining the theme and finally writing up for generating theory. Researcher presented result 

by using quotation box, flow chart and table. 

 

3.8 Inclusion Criteria 

 Mothers of daughters with ID  

 Girls with mild to profound intellectual disability  

 Adolescence age groups: 10-19 years who already achieved menarche phase 

 

3.9 Exclusion Criteria 

 Girls with ID with severe physical disabilities and cerebral palsy 

 Mother who has hearing, speech disability and mental illness 
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3.10 Ethical considerations 

After getting ethical approval from the Institutional Review Board (IRB), researcher 

planned to conduct study and after taking formal approval from school authority researcher 

started to collect data from mothers who present at school. Researcher gave detailed 

explanation of the purpose of the data collection and the consent form was readout to the 

participants and all participants were informed about their volunteer participation. All 

sensitive issues asked to the participants very carefully and ensure them that information 

would be used only for academic purposes and not for any other purposes. One of mother 

of a girl with ID rejected to participate so researcher softly rejects this. 

 

3.11 Study limitations 

 Researcher has used more clues and facilitation during data collection as 

participants have tendency to feel shy to share secret issue.so sometimes biased 

information has been collected. 

 Time consuming data collection as researcher needed to conduct informal 

discussion for building rapport with participants. 

 Although researcher planned to collect data from mothers of school and non-school 

going ID but researcher only collected data from mothers of school going ID due 

to unavailability of the ID girls in the rehabilitation center and pandemic situation. 
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Chapter 4: Findings 

 

Characteristics of the 6 mothers interviewed and their daughter 

Participants are six mothers of girls with ID and the mean age of the participants 45 years 

old. All of mothers are educated and all are housewife living in the urban area at present. 

Only two mothers have daughters over menarche age. Their daughters’ mean age is 16 

years old and mean age of onset of menstruation is 12.16 years old. Among six girls with 

ID two of them having moderate intellectual disabilities and three of them have Severe ID 

and only one girl identified as profound ID. Of total six girls four of them are receiving 

vocational training, one girl is receiving education at grade 5 and other on play level 

academic performances. 

 

Table: Demographic information of the participants and their daughters with ID 

 

 Mothers (participants) Daughters with ID 

Moth

ers 

Ag

e 

Educ

ation 

Occup

ation 

Area 

of 

living 

No. of 

Family 

memb

ers 

No. of 

daughter 

over 

menarch

e 

Severity 

of ID 

Age Onset 

of 

Menst

ruatio

n 

School 

grade 

P1 41 S.S.C House.

wife 

Urban 4 0 Moderate 19 11  Vocational 

P2 38 S.S.C H.wife Urban 4 0 Moderate  16 14 Class 5 

P3 42 Grad

uate 

H.wife Urban 4 0 Severe 17 15 vocational 

P4 45 SSC H.wife Urban 5 1 Severe 19 12 Vocational 

P5 49 Post 

gradu

ate 

H.wife Urban 3 0 Profound 13.5 11 Vocational 

P6 55 SSC H.wife Urban 7 3 Severe 10.5 10 Play 
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Theme 1: Mothers give various type of supports  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Sub-theme 3: 

Support on 

first onset of 

menarche 

Sub-theme1: 

Support before 

starting 

menarche 

Sub-theme 2: 

Premenstrual 

symptoms 

management 

support 

Theme 1: Mothers 

give various type 

of supports 

 Only one 

mother 

started pre-

menstrual 

counselling  

Sub-theme 

4: Regular 

menstrual 

support  

 All 

mothers 

faced first 

menstrual 

onset 

reactions  

 All of 

mothers 

needed to 

Understand 

and 

management 

of menstrual 

pain  

 All of 

mothers 

needed to set 

re-set, 

disposal and 

cleaning of 

menstrual 

hygiene 

materials 

  

 All mothers 

need to 

manage pre-

menstrual 

symptoms 

(irritations, 

restlessness, 

self-

injurious 

behavior)  

 All mothers 

manage pre-

menstrual 

symptoms 

 Four mothers need 

to give hands on 

support or standing 

by support during 

wearing, changing, 

disposal and 

cleaning menstrual 

hygiene materials 

 Two mothers 

regularly remind 

and instructions in 

every steps of 

menstrual hygiene 

management 

 Four mothers are 

giving training by 

using their own 

experiences and 

only two mothers 

are giving training 

by taking support 

from professionals 

 

Sub-theme-

5: Mostly 

mothers are 

the only 

caregiver 

 Only two 

mothers get 

support from 

their elder 

daughters 

 More than 

half of 

mothers don’t 

get any 

support from 

others even 

their 

daughter’s 

father 

 Only two 

mothers get 

professional 

support but 

they only 

manage their 

daughter at 

home 

Flowchart1: Concept map for various type of supports in managing 

menstruation 
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Sub-theme 1.1: Mother give Support before starting menarche 

The study findings show that only one mother started counselling about menstruation 

before starting menarche of her daughter based on the recommendations from professionals 

from a special school. Beside therapist, psychologist, and special educators from her 

daughter’s special school mother educate her daughter about menstruation, menstrual 

behavior and menstrual hygiene materials. 

Mother (5) said, ’’In her school she is achieving counselling, training by flashcard which 

is pad, how to set up on panty, how much time she needs to keep this and change this. I 

also give training by flash card about at home’’. 

 

Sub-theme 1.2:  Mothers need to understand premenstrual symptoms  

And some mothers always notice their daughter’s reactions or premenstrual symptoms 

(irritations, restlessness, self-injurious or other behaviors etc.) as their daughter unable to 

express their onset of menstruation. One mother told that before starting menstruation her 

daughter become very restlessness and irritated and after observing these behaviors 

mothers becomes sure that her daughter will get menstruation.  

Mother (5) said, ’’now every month some days before starting menstruation my daughter 

remains restlessness, doesn’t want to sit on chair at school and home and when 

menstruation occurs then everything become ok’’.  

 

Sub-theme 1.3: First onset of menstrual support by mothers 

After having menstruation for the first time All of mothers needed to explain their 

daughters about menstruation using the example of themselves, their elder daughter, close 

friends, relatives.  

Mother (2) said, ‘’I notice blood spot on her cloth and explained the reason of this using 

the example of her elder sister, I told, your sister also has this, your sister also wear pad, 

panty so you have to wear these’’. 

 

Among six mothers four mothers told that as their daughters have limited ability to express 

and have poor understanding level so mothers need to give stand by support and hands on 

support such as identifying onset of menstrual flow, setting, disposal & cleaning of 
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menstrual hygiene materials and used clothes such as upper and lower half dresses, 

bedsheets etc.  during onset of first menstruation. Some mothers told that their daughters 

had tendency to put-off the materials and frequently go washroom so mothers need to 

notice and give support again and again. 

Mother (6) said,’’ She doesn’t want to keep pad, she feels uneasy and has tendency to put 

off the pad, so we have to give full support’’ 

 

Sub-theme 1.4: Regular menstrual support including noticing, reminding 

Four of mothers told that they need to notice pre-menstrual symptoms and based on this 

they need to notice if their daughters have menstruation or blood spot on the lower half 

dress because their daughter are unable to tell or remain conscious about having menstrual 

flow. 

 

All of mothers told that they need to give support in managing menstrual hygiene of their 

daughters and at the beginning of the menstruation few months they needed to give full 

support in menstrual care of their daughter. After passing few months or year mothers 

become used to give support and their daughters also learn partially to help mothers as 

mothers are giving training to their own way.  

Mother (3) said, ‘’She doesn’t understand that her menstruation has started, she makes 

dirty her clothes then we have to tell her to take materials. She didn’t wear and change it 

herself; we have to set and put-off pad for 3 months and then she can set and put-off 

materials herself with instruction. I and My elder daughter have taught her.’’ 

Mother (1) said, ‘’At the beginning I give full support but now as I am teaching her how to 

manage without help, I taught her that her brother and father on the same bed so she has 

to tell me about starting of menstruation so now she can tell and can set materials with my 

instruction.’’ 

 

 Three mothers give maximum support to their daughters in managing menstruation such 

as -identify onset of menstruation, set pad with panty or pampers, change pad in time, 

disposal of used pad (wrap pad with paper, keep the used pad in the dustbin), clean bloody 
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panty and other clothes (lower half dress, bed cover), hygiene during toilet time. Mothers 

need to give full support because they are still giving training to their daughters.  

Mother (3) said,’’ We are trying to give training so that she can do this without help, she 

doesn’t want to keep pad, she feels uneasy and has tendency to put off the pad. We need to 

give full support’’. 

Mother (2) said,’’ I need to go with her in bathroom, putout the pad and again I need to 

set the pad on the panty, in absence me she can’t set’’. 

 

Some mothers told that their daughters don’t understand the onset of the bleeding so 

mothers need to identify this and remind and instruct her to wear materials, change and 

disposal of used pad, wash panty and other clothes and maintain hygiene after using 

washroom. Mothers have to give instruction in every steps of the menstrual hygiene. 

Mother (1) said,’’ Need to remind her during her toilet time, every time need to instruct to 

wrap the used pad with paper and throw into the dustbin otherwise, she forgets’’. 

Another mother (2) said,’’ I have taught her that if she has menstruation I become happy 

then when she has menstruation she runs and tells that she has menstruation then I have 

to instruct her to take panty, set pad on the panty and wear this, then she does this. 

 

Sub-theme 1.5: Mostly mothers are the only caregiver 

Mothers have tendency to hide this issue from others even from family members, two of 

mothers who have daughters over menarche age, share this issue with their elder daughter 

so that she and her elder daughter can support and train her daughter with ID during her 

menstrual care.  

Mother (3) said,’ ’I and my elder daughter have taught her as she couldn’t understand, my 

elder daughter is so helpful she helps her a lot’’. 

 

More than half of the mothers manage and train their daughter’s menstruation without any 

help from others even they don’t share the issue with any professionals and manage and 

train their daughter by using their own experience. More than half of the mothers don’t get 

any support related to menstrual care management because they think that mothers are only 

responsible for training and, managing this.  
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Mother (1) said,’’ I only support her, she goes to school, does therapy, no one helps her 

about this’’. 

Mother (2) said,’’ From school we don’t get any training for managing this, who will give 

this? Only I have to give this, I train my daughter in my own way, who will support? In 

case of other issue such as cooking, feeding, washing clothes anyone can help but for this 

issue who will care or support except mother, who will take responsibilities’’. 

Mother (4) said,’’ She has tendency to change pad every after few minutes, sometimes she 

wants to change every after few minutes’’. 

 

Two mothers told that they have shared this issue with the special educators in their 

daughters’ special school and they are giving training to their daughter how to manage 

menstruation independently by giving hands on training, training by using flash card etc. 

So, based on their instruction the mothers also giving training to their daughters and they 

hope that their daughters will able to manage independently. 

Mother (5) said, ‘’In her school she is achieving counselling, training by flashcard which 

is pad, how to set up on panty, how much time she needs to keep this and change this, I 

also give training by flash card about at home’’. 

Mother (6) said,’’ School teachers are also giving support; they also give hands on training 

during staying at school and counselling along us’’. 

 

Theme 2: Mothers facing so much challenges causing emotional distress 

Sub-theme 2.1: First menstrual reactions management causing stress 

This study finding shows that all of mothers’ worry about their daughters first onset of 

menstruation that what will happen, how their daughters will react, how they will manage 

menstrual care, can they manage themselves. Every mother doesn’t face the same reaction 

of their daughter during their 1st onset of menstruation. Some mother’s daughters 

understood the onset of menstruation and told their mothers by telling ‘what is this, what 

is happening, I have bleeding, I have peed and some were not able to tell their mothers and 

mothers understood by noticing blood spot on their dress, sign of restless. 

Mother (3) said, ‘’My daughter was crying and told that what is this, what is this’’ 

 



Page 22 of 68 

 

 

Fig : Reactions showed by the girls with ID during onset of menarche 

 

Half of mothers told that during 1st menstrual onset their daughter didn’t want to wear 

materials (pad with panty) and had tendency to put-off the materials then they explain the 

reason of wearing by using the example of her mother, elder daughter, friends, cousins.  

Mother (1) said,’’I told that it is also happening to all female and your younger sister 

(cousin) also wear pampers during this time’’. 

Reactions of first 

onset of period by 

girls with ID 

Crying, 

didn’t want 

to keep the 

pads put on 

and felt very 

disturbed, 

pain 

She told’ 

’What is 

this? Why?  

pain with 

vomiting 

Telling everyone 

that she has 

bleeding, why she 

has bleeding? 

She told what is 

this? What is this? 

She was 

restless, 

doesn’t 

wanted to sit 
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Mother (2) said,’ ’I set pad and panty, she felt disturb, then I told her that you have to wear 

this during this time. I and others wear this, all women, your friends wear this, this way I 

made sense to her’’. 

 

Two mothers told that during their daughter’s first onset of menstruation they were absent 

at home for emergency work. During this time, they asked help from their relatives and 

next-door female neighbors. They thought that this is secret issue and need to hide from 

the male persons even from their daughter’s father. 

Mother (4) said, ‘’I wasn’t at home; I was in Dhaka for having emergency work. I kept my 

daughter to her father. Then my next-door neighbors phoned me and told that my daughter 

was telling everyone that she had bleeding, then she(neighbors) set materials ‘’. 

 

More than half of the mothers told that their daughters experienced pain, vomiting during 

first onset and regular onset of menstruation. The daughters who could speak they told their 

mothers that they had pain and the daughters who are not able to speak, mothers understood 

that by noticing their daughter’s behaviors like pressing abdomen by hands, crying, 

restless. Then mothers handled these behaviors by explaining the reason of pain, coping 

strategies, giving medicine, ensuring sleep. 

Mother (3) said’ ‘’she tells, Ammu, I have pain on my belly then I tell her it will be ok and 

sometimes I give medicine ‘’. 

Mother (5) said, ‘’When she feels pain she sits with pressing abdomen as she doesn’t 

express by telling so she lies or sits with pressing abdomen by hands. I give Napa only, I 

don’t give other medicine, sometimes I give hot pack’’  

Mother (6) said, ‘’I give her Napa or tell her, you have to cope with this, your mother also 

had this, it will be ok. I try to keep her sleep during this time’’. 

 

Sub-theme 2.2:  Care burden causes challenges and stress for mothers 

 Most of the time mothers are the main caregiver of their daughter everyday activities 

including self-care and academic activities. Although others family members partially help 

in managing self-care and academic activities but during menstrual time mothers are the 

only caregiver in giving menstrual care. Most of mothers think that as the menstrual issue 
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is very secret issue so they have to manage it. They are teaching and managing their 

daughter in their own way even they hide this issue from others family members and 

relatives also. Some mothers always keep eyes to their daughter because their daughters 

can tell or show anyone as they don’t understand.  

 Mother (1) said,’’ There is no way or options, only I am teaching her for managing this’’ 

Mother (2) said,’’ Only I have to give support, as her father in male, when her father 

remains in one room, we go on another room, except me there is no one for helping her, 

there is no one without mother’’ 

Mother (4) said,’’ I feel shamed when she tells everyone that she has menstruation, she 

tells this to her nephew that ‘brother I have menstruation ‘then it embarrasses me’’. 

 

More than half of the mothers feel stressed and tensed that in absence of them who will 

manage their daughter during this time. In case of going outside during this time some 

mothers feel very tensed as their daughters may need support any time and some mothers 

leave their daughters in relative house but feel tensed about their daughters are their 

daughters getting proper support or not.  

Mother (3) said,’’ When visiting outside I feel very tensed what can happen that’s why I 

take extra pad and other things’’. 

Mother (5) said,’’ Sometimes I need to go outside then I have to keep her to another person 

then I feel very stress that how she is managing, is the person giving proper support’’. 

Some mothers felt stressed at the starting of first menstruation of their daughter but now 

they are used to supporting their daughters. 

Mother (2) said, ‘’I am used to doing this now, I am not feeling stressed in giving support 

to her but I feel tensed that absence of me who will take care of my daughter’’. 

 

Some mothers told that their daughters remain very much disturbing during this time which 

causes extra stress for mothers. Such as their daughters have tendency to crying, frequently 

going to washroom, putting off pad, peeing on the bed, making dirty clothes. So, during 

this time mothers need to extra care such as frequently instruct their daughter, remind their 

daughters, frequently set pad with panty, clean dirty clothes, maintain hygiene etc. 
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Mother (6) said,’’ During this time the more she goes washroom I or her elder sister need 

to help her, she doesn’t want to keep pad, she feels uneasy and has tendency to put off the 

pad, she has tendency to pee in the night time so during this time she it becomes difficult; 

I need to change and clean bed sheet’’. 

 

All of mothers told that their daughter need support during their menstrual care otherwise 

their daughters can’t manage independently, although their elder daughter sometimes help 

and teach their daughters but mothers need to give support step by step otherwise their 

daughters forget or cannot properly manage. That’s why mothers feel depressed by 

thinking about their daughter’s future management support of menstruation. 

Mother (1) said,’’ How will she manage in absence of me, who will take care of her? I 

become depressed about her as a mother (tears on eyes), who will lead her?’’ 

Mother (5) said,’’ In future how she will manage or understand this, taking this issue in 

my mind I feel much tensed and very upset’’. 

 

Mothers who have elder daughter think that their elder may support in future but also 

prioritize their daughter independency as their elder daughters also will have family. 

Mother (3) said,’’ sometimes she understands sometime not, sometimes she can manage, 

sometimes not, she can’t do step by step so she needs support whole life, in absence of me 

my daughter will support 

Mother (6) said,’’ I feel tension that as a mother and her elder sister we are giving support 

but after 2-8 years if she gets older, she has to manage herself if she can’t then what will 

happen’’. 

 

Sub-theme 2.3: Thinking about extra protection issue also cause stress for mothers 

All of mothers need to become very conscious about their daughter’s menstrual care and 

they use sanitary napkin, pampers for managing menstrual flow and avoid clothes and 

change those pad in right time to prevent menstrual infection. 

All of mothers are very much alert about their daughter ‘s safety issue because now their 

daughters are growing older so they take extra care about her. As their daughters have poor 

understanding level and unable to express clearly so anyone can take advantage by showing 
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abusive behaviors. All of mothers always try to keep their daughter with her and don’t 

allow to let her go alone anywhere. Half of the mothers told that when they visit outside or 

relatives’ home, they always keep their daughter with them and if they unable to take their 

daughters with them then they keep their daughter at home by locking the door outside and 

sometimes they keep their daughter near to close relatives or neighbors. 

Mother (1) said,’’ After having menstruation she has grown up so anyone can do bad 

things, outside people can take opportunity, may do any abusive behavior with my daughter 

and If we keep her home alone then lock the door from outside because anyone can enter 

house then we feel safe’’. 

Mother (2) said,’’ Now I worry about her always, she doesn’t understand that she is 

growing up and doesn’t need to become very close to the father or uncles, who knows who 

have bad intensions, if they touch her badly then she can’t say, that’s why I always keep 

eyes to her’’. 

Mother (3) said,’’ She is growing up, now she is adult, I worry about her future now 

because she can’t do anything without support, I don’t think about her marry because now 

she is alone it’s better, giving marry will create extra problems’’. 

Mother (4) said,’’ As she can’t tell so men can take opportunities (bad intension), so if they 

do bad things she will not say, I always keep eyes to her, When I go outside, I keep her to 

my nephew and sister because they keep her safe like me’’. 

 

Theme 3: Achieving menarche has long term impacts both physical and 

psychologically 

Sub-theme 3.1: After achieving menarche girls are growing faster 

All of mothers told that after menstruation their daughters growing faster physically that 

make them more conscious about her safety from any abusive occurrences so mothers 

always need to keep eyes on their daughters.  

Mother (2) said,’’ As she is growing up so everywhere I take her with me, if I couldn’t take 

her then I leave her in the room by locking the door outside’’. 

 

Some mothers have noticed some unexpected impact after having menarche phase such as 

gaining weight, irregular menstruation, increasing white discharge that creating itching on 
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vaginal area, masturbation tendency. And only one mother sought medical help for her 

daughter’s menstrual related problem. 

Mother (5) said,’’ After having menstruation she tries to press the vaginal areas, when she 

has white discharge onset of menstruation, she frequently itches that area, want to keep 

finger directly on that areas’’. 

 

Some mothers told that menstruation don’t interfere their daughter’s participation in school 

activities but their daughters are forbidden to avoid heavy therapeutic work.  

Mother (2) said, ’’She goes to school, attain program during this time. I need to tell the 

supporting staff on the school for the help of changing tissue when she goes bathroom’’. 

 

Sub-theme 3.2: Girls achieve better understanding level 

Five mothers out of six mothers have told that they have noticed some changes after 

achieving menarche phase. Some mothers have told that their daughters understand better 

after having menstruation. Their daughters now understand that having menstruation is a 

good sign and after recovery of this period they can show happiness. 

Mother (1) said,’’ She understands better than previous, she becomes happy after this and 

tells ‘Ammu, I am ok now’, she becomes happy that she doesn’t need to wear pad now’’. 

Mother (3) told’’ Now she understands that as her menstrual flow has stopped so she can 

now say prayers, then she copies our prayer positions’’. 

 

Two mothers told that before having menstruation their daughter was so much disturbing, 

restless, tendency to hit themselves but after achieving menarche phase their daughter have 

become calm than before.  

Mother (4) said,’’I think she achieves some behavioral changes, before onset of 

menstruation she was so much disturbing, restless but after having menstruation she is now 

better than before’’. 

Mother (5) Said,’’Before having menstruation she was so much hyperactive, had to sit here 

and there, lying tendency, hit herself by hands but after having menstruation she has 

become calm than before’’. 
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Two mothers told that their girls have tendency to tell someone that she has bleeding so 

they avoid to visit outside or if visit outside then mothers always remain with their 

daughters. 

 

Theme 4: Strategies come out from mothers that overcome challenges 

and ease mothers emotional distress 

Sub-theme 4.1: Mothers focus on increasing girl’s independency level 

 Every mother is worrying about their daughter’s future support in managing menstrual 

care of their daughter so they give importance on training to their daughters in managing 

their menstrual hygiene so that their daughters can independently manage this. Some 

mothers are giving training their daughter by using their own experiences/techniques 

because they think as the menstruation issue is secret so they only have to manage it which 

indicated the need of mother’s education and counselling. 

 

Sub-theme 4.2: Support seeking behavior by mothers 

Two mothers feel ease as their elder sister help them to manage their daughter during this 

time. So, some mothers seek support from the family members which eases their emotional 

stress and challenges. One mother wants to get support from school for training their 

daughters about this issue as her daughter obeys teacher’s command.  

Mother (4) said,’’ If I get support from school then I will become happy but I didn’t get any 

support from school about this issue, she tries to obey or follow the command of the school 

teacher so if they train her about this such as not tell anyone then she may follow this’’. 

 

Sub-theme 4.3: Mothers who get support become so hopeful  

Two mothers are getting support from school in managing their daughter’s menstruation. 

They are giving training to their daughters how to independently manage menstrual 

hygiene and self-safety according to therapist’s recommendations from the school and they 

become hopeful that one day their daughter can manage menstrual hygiene independently. 

Mother (6) said,’’She will able to manage this issue independently, she will able to 

understand the matter, independently manage herself such as put on, changing, cleaning.’’ 
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Sub-theme 4.4: Mothers give more importance on professional’s recommendations 

Two mothers are training their daughters based on the recommendations from school about 

good touch bad touch, gender identification, self-protection techniques such as when 

someone shows bad touches then protect themselves by crying, pocking, telling directly to 

mother. 

Mother (5) told,’’ School teacher and I are giving her bad touch, good touch training, self-

protecting techniques, gender identification so that she can safe herself’’. 

Mother (6) told,’’ Based on therapist recommendations school and I are giving training 

on gender identification, good touch bad touch, protection techniques by crying, telling 

mother’’. 

Mother (5) told,’’ She has tendency to hug anyone, if any boy or men call her using gestures 

then she wants to go, so I want she will able to differentiate gender completely, she is 

learning good touch bad touch from school, if she can protect herself then I will be stress-

free’’. 

 

All of mothers think that if their daughter can express, manage menstruation and protect 

themselves without any support then mothers will become happy otherwise they think in 

absence of them who will support during their menstrual hygiene. 
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Chapter 5: Discussion 

All participants from this study are highly educated and living in the urban area with 

economic solvency and their experiences are very similar. Menstrual management 

experiences will vary in case of mothers who are illiterate or less educated, living under 

poverty and living in the very rural area where sometimes lack of proper sanitation, water 

supply and lack of hygiene materials or unable to buy hygiene materials. 

 

Onset of menstruation is the sign of going through puberty. Although girls with disabilities 

have same experience of menstrual cycle like girls without disabilities but mothers’ 

experiences and their daughter’s self -management during this is different. Generally, 

mothers or elder sisters or close relatives introduces first onset of menstruation of girls 

without disabilities and then they can manage themselves without any help. But in case of 

having disabilities mothers have to face so many challenges for managing their daughter’s 

menstrual hygiene during this time. Mothers have to give support in every step of managing 

their daughter’s menstruation. Similar study conducted in Taiwan also found that All of 

mothers had to give complete assistance during menstruation of their daughters with 

intellectual disabilities (Chou & Lu, 2012). Type of support depends on the type and 

severity of disabilities, the more severity of disability the more support needs to give. 

 

In case of girls with intellectual disabilities mother’s menstrual management experiences 

during this time is very challenging also as the girl with intellectual disabilities have 

cognitive problems like poor memory, difficulty in learning new things, poor problem-

solving skills, low understanding level etc. So, mothers have to give support their daughters 

in everyday life activities such as self-care, academic and leisure activities. Although other 

family members give support in others daily living activities but during their daughter’s 

menstrual management only mothers are responsible and mothers are mentally prepared 

that as they are mother, they will only manage and train their daughters during this time 

from their own experiences. Similar findings show that mothers perceive menstrual 

management assistance is the motherhood task so when they leave their child at home for 

performing job, familial duties they become worried, anxious and scared (Power et al, 

2020). 
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Mothers have tendency to keep secret this issue from others male family members. Even 

some mothers don’t share this issue with any professionals of their daughters’ school. This 

finding is consisted with the study of Malaysia that, due to social taboos, cultural and 

religious beliefs parents refuse to ask help from professionals (Nurkhairulnisa et al, 2018).   

Two mothers have shared the matter with professionals of their daughter’s special school 

and they are giving training based on the expert recommendations and school teacher also 

giving training as part of their self-care activity. Similar things happen in Australia where 

mothers receive support from the local health department, school staff and books (Park, 

2013 as cited in Thapa & Shivakami, 2017). Although the menstrual management is the 

part of important self-care activities training but this issue is skipped in most of the special 

school and they only give emphasis on self-dressing, social communications, problem 

solving skills, cultural participations etc. Some mothers feel the need of support from the 

school but due to unavailability of opportunity they don’t share the matter with the 

professionals in the school.  

 

In every steps of the menstrual management from onset to end, mothers have to give 

support and faces some challenges. Management of first onset of menstruation and their 

daughter’s reaction during this time is so much difficult than regular menstrual 

management. Because when first menstruation started their daughters got frightened, had 

tendency to reject wearing menstrual hygiene materials (pad, panty). Mothers needed to 

again and again explain their daughters about menstrual flow and give stand by support or 

instruction which causes extra stress for mothers. Chou and Lu have found similar findings 

and they state that mothers need to repeatedly support their daughters in setting, changing 

and disposal of pad or diapers as their daughters have tendency to reject wearing and 

putting-off pad (Chou & Lu, 2012). 

 

Menstrual pain management, hygiene management and others behavioral (crying, restless, 

sleepless, tendency to put-off menstrual hygiene materials, tendency to go washroom 

frequently) management all leaded to stress for mothers for managing first and regular 

onset of menstruation. One Malaysian study also found in their study that 59% parents 
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complain that their daughters with ID experienced abdominal discomfort during their 

menses and abdominal cramps is the most severe symptoms among the girl with intellectual 

disabilities (Yaacob et al, 2012). 

 

Although management of first few months of menstrual onset is very much challenging but 

after couples of months’ mothers become used to do or give support during their daughter’s 

period. This finding is consisted with the Chou and Lu’s study, they found that by 

repeatedly doing same things over a couples of years’ mothers become used to coping with 

menstrual support to their daughters (Chou & Lu, 2012). Mothers who have elder daughter 

also give support during this time which reduce mother’s stress but mothers always worry 

by thinking her daughter’s future management of menstruation in absence of mothers 

because their daughters can’t manage their menstrual hygiene independently like others 

house hold chores. Mothers thinks that there is someone who can give support in case of 

her other daily activities but in case of menstruation who will manage. 

 

Menstrual management support depends on the level of understanding or IQ level of the 

girl with intellectual disabilities. The girls who have moderate ID have better understanding 

about menstrual management. At the starting of menarche, they need maximum support 

but after couple of months they need minimal support during menstrual hygiene 

management because they have forgetting tendency and each time mothers need to remind, 

instruct their daughters in wearing, changing materials, cleaning used clothes, disposal of 

the materials etc. But the girls who have severe and profound ID need moderate to 

maximum support throughout the life which causes mental stress for the mothers by 

thinking their daughter’s future management of their menstrual hygiene. Similar findings 

from one study also suggests that girls with mild intellectual problem have more 

independency level in managing menstruation, where moderate IDs need supervision 

support in performing self-care during menstruation and girls with severe or profound ID 

completely dependent on mothers (Joshi & Joshi, 2015 as cited in Ariyanti & Royanto, 

2017). 
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Menstruation issue is still now very secret issue and there are many taboos in the society 

about this. Although menstruation issue is a normal physiological issue of female and sign 

of reproductive age but findings shows that mothers hide this issue from other family 

members, relatives even from their daughter’s father. Mothers again and again forbid their 

daughters to hide this issue from any person especially male persons. Mothers feel very 

embrace when their daughters share with anyone. Steward et al also found in their study 

that there is social taboo related to menstruation such as dirty things, things of fear or be 

ashamed or embarrassed (Steyward et al, 2020). 

 

Study findings shows that there are some physical, psychological and behavioral changes 

after achieving menarche phase such as becoming adult through hair growth, breast 

development, gaining weight, irregular menstruation, understanding better, becoming calm 

than before, reducing restlessness etc. But there are some changes which creates embracing 

conditions for the mothers and family like frequent touching vaginal areas, masturbation 

tendency. Mothers become worried about these embracing behaviors of their daughters. 

Current study shows that their daughters are physically growing fast and their 

understanding level is increased after having menstruation and they can show sign of 

happiness. Similar finding suggests that the girls with ID can cope with their physical 

changes e.g.- breast development, hair growth and monthly menstrual flow (Cummins, 

Pellicano & Crane, 2020). 

 

 Only one mother consulted with doctors about her daughter’s menstrual problem for one 

time and when same problems occur in further time she didn’t consult with doctors for 

economic burden. This finding is similar to the result of a study conducted in Malaysia that 

very few parents or guardians seek medical help due to some factors and family low income 

is one of them (Nurkhairulnisa et al, 2018). 

 

As the onset of menarche is the sign of reproductive age so mothers start to take extra care 

of her daughter. As their daughters are unable to express or tell and have poor 

understanding level so anyone can take advantage showing abusive behaviors so they 

always ensure their daughters protection by keeping their daughters with them always and 
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if they go outside without their daughters then they leave their daughters at home by 

locking the door. Everywhere mothers keep eyes to their daughters and mothers always 

feel stress and tensed about their daughter’s safety issue and to avoid any bad incidence 

they always ensure their daughter’s safety. The finding is almost similar with a study of 

Ireland that as person with ID have poor understanding level and poor knowledge about 

their rights so they are more prone to sexual abuse and most of the offenders are known to 

victim as they may from close relatives or family members or careers (Walsh et al, 2001). 

They feel very tensed and depressed when they think about their daughter’s future 

protection in absence of them even, they can’t think about their daughter’s marriage as it 

will create further problems such as child bearing. But other study suggests that women 

with ID also have sexual and reproductive rights as women without disability (Rugoho & 

Maphosa, 2017). 

 

Mothers give emphasis on giving training to their daughter so that their daughters can 

manage menstrual care independently in absence of them (mothers). Independent 

management of menstruation by their daughter with ID will decrease mother’s tension and 

mental stress. Besides having menarche their daughters are achieving some physical 

changes which indicates they are becoming adult so mothers always feel stressed thinking 

their daughter’s safety. As their daughters have low understanding level so mothers always 

worry about their safety and give importance on increasing their daughter’s understanding 

level. Sometimes mothers also feel the need of help from professionals of their daughters’ 

special school for increasing their daughter’s understanding level about menstrual 

management and self-safety issue. On the other hand, in contrary some studies findings 

show that due to fear of extra care burden and sexual abuse parents or guardians take 

decision to permanently remove uterus, sterilization or other contraceptive method 

(Gonzalez, Martinez & Bedolla, 2018; Nurkhairulnisa et al, 2018; Thapa & Shivakami, 

2019). 

 

 Mothers who are getting support from special school are very much hopeful than they are 

not getting support from school. Similar. findings from Ghana also shows although support 
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from professionals reduce parents stress and create hope for the mothers about their 

children but these type of support is very much limited (Badu, 2016).   
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Chapter 6: Conclusion and Recommendations 

6.1. Conclusion 

The onset time of menarche phase of girls with intellectual disabilities is same as like as 

girls without disabilities. But girls with ID face some challenges during managing 

menstrual care due to poor cognitive skills, poor understanding level, poor learning abilities 

and poor communication skills. They need support from mothers/caregiver for managing 

their menstrual care in every month. Although mothers feel the need of support from others 

but they manage their daughters by taking stress and as a fate of their life. 

 

Mothers are the primary and main caregiver of girls with ID. As child with ID have low IQ 

or intellectual problems so they need support in every day daily activities. Onset of 

menstruation for girls with ID creates extra stress for mothers as mothers are the only 

caregiver sometime. Mothers need to manage menstrual first onset reactions (Fear, pain, 

angriness, restless, rejection of wearing hygiene materials, frequent use of washroom) of 

their daughters, need to give regular menstrual support-identifying onset of menstruation, 

wearing and changing hygiene materials, cleaning used clothes, disposal of used materials 

etc. Considering this secret issue mothers and sometimes elder sisters only give support 

during this time. Each month during onset of first menstruation mothers remind their 

daughters about menstrual care otherwise their daughters forget even can’t identify the 

onset of menstruation so mothers need to always conscious about this and give continuous 

support during this time. Mothers feel very much tension as their daughters can’t manage 

menstrual hygiene without support so in absence of mothers what will happened.         

                  

Not only mothers think about their daughter’s future management of menstruation but also 

they think about their daughter’s extra safety and care as their daughters now growing old 

and any strangers can show abusive behaviors. 

 

As girls with ID have low understanding level depending on their IQ level so they need 

minimal to maximum support in managing menstrual hygiene. And as mothers are only 

responsible for managing this, they feel very much mental stress by thinking their 

daughter’s future management. Mother’s wrong perception (she is only responsible), lack 
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of support from others are main causes for increasing stress of the mothers. Family 

members, relatives can support as well as different professionals can also give support for 

reducing mental stress of the mothers. Professionals can conduct counselling, education, 

therapy session with the parents about the self-menstrual management by their daughters, 

future independent management, protection strategies from abusive behaviors etc. that can 

reduce parent’s physical and mental stress. 

 

6.2. Recommendations 

After exploring the experience of mother about handling their daughters during 

menstruation researcher has found some gaps and made some strategies and 

recommendations for reducing this gap. Researcher found every mother face so much 

challenges during handling their daughters with ID at the time of their menstruation and 

feels lack of support during this time which increases mother’s mental stress. 

 For the mothers: 

 Mothers can start pre-menstrual counselling by introducing their daughters 

with menstrual flow as normal issue, hygiene materials, put-on and disposal 

of materials and overall cleaning when their daughters reach to the age of 

10 years by using social stories, visual strips. This may prevent sudden 

frightened (crying, restlessness, sleeplessness) and disturbing reactions 

(reject to use hygiene materials, put-off the materials). 

 Mothers need to always focus on their daughter’s independency in 

managing menstrual hygiene rather than increasing dependency by giving 

hands on support and should seek help from professionals. 

 For family members: 

 Beside mothers always remind and instruct the girls with ID what to do next, 

how to do during her menstrual management and this will helpful for her to 

develop menstrual management habit. 

 For Professionals: 

 Professionals may develop specific education and training guideline about 

self-management techniques of menstruation, sexual abuse and frank 

discussion about self-protection techniques by training to good touch bad 
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touch model, gender identification, increasing communication skills related 

to express abuse related information etc. 

 As girls with ID have poor communication, memory and understanding 

level so therapist can work with increasing communication, cognitive skills 

and problem-solving skills related to menstrual hygiene issue. 

 For policy makers: 

 As menstrual care is related to better health and wellbeing of the girls with 

and without disability so some contents such as proper menstrual care, 

hygiene maintenance, causes of relevant risks (infections, abusive 

incidences) and preventions strategies (proper hygiene, self-protection, bad 

touch-good touch concept) must be included by the policy maker in the 

secondary level academic book. 

 As menstrual hygiene is related to menstrual hygiene materials so these 

materials should be cost effective and policy maker can fix the reasonable 

cost of these materials by coronation with different menstrual hygiene 

materials making companies. 

 Education and training guide book about menstrual hygiene management, 

sexual education by parents to their girls with disabilities should be 

developed and make compulsory to each inclusive and special school. 

 Further qualitative study should conduct to explore the mother’s experiences who 

are living in the rural areas and living under poverty that will introduce the more 

challenges and these will helpful to develop holistic education and training guide. 

 Further qualitative and quantitative study with large sample should conduct to 

identify experiences and perception of mothers about education and counselling 

session related to menstrual care of their daughters with ID. 

 

 

 

 

 

 



Page 39 of 68 

 

Bibliography 

 

American Psychiatric Association. (2013). Diagnostic and statistical manual of mental 

disorders (DSM-5®). American Psychiatric Pub. 

Ariyanti, T. D., & Royanto, L. R. (2017, September). The Effectiveness of Social Stories 

and Video Modeling in Improving Self-Care Skills in Female Adolescents with Mild 

Intellectual Disabilities during Menstrual Periods. In 1st International Conference on 

Intervention and Applied Psychology (ICIAP 2017) (pp. 189-199). Atlantis Press. 

Badu, E. (2016). Experiences of parents of children with intellectual disabilities in the 

Ashanti Region of Ghana. Journal of Social Inclusion, 7(1). 

Bunning, K., Gona, J. K., Newton, C. R., & Hartley, S. (2017). The perception of disability 

by community groups: Stories of local understanding, beliefs and challenges in a rural part 

of Kenya. PloS one, 12(8), e0182214.https://doi.org/10.1371/journal.pone.0182214 

Chou, Y. C., & Lu, Z. Y. J. (2012). Caring for a daughter with intellectual disabilities in 

managing menstruation: a mother's perspective. Journal of Intellectual and Developmental 

Disability, 37(1), 1-10. 

Cummins, C., Pellicano, E., & Crane, L. (2020). Supporting minimally verbal autistic girls 

with intellectual disabilities through puberty: Perspectives of parents and 

educators. Journal of autism and developmental disorders, 50(7), 2439-2448. 

Danielsson, A. (2017). The Role of Menstruation: a Case Study amongst Women from 

Nakwa Village in Tanzania.  

 Farhin, N. (2018, may 23). Bangladesh grapples with poor menstrual health 

management. Dhaka Tribune. 

Field, N., Mercer, C. H., Sonnenberg, P., Tanton, C., Clifton, S., Mitchell, K. R., & Jones, 

K. G. (2013). Associations between health and sexual lifestyles in Britain: findings from 

the third National Survey of Sexual Attitudes and Lifestyles (Natsal-3). The 

Lancet, 382(9907), 1830-1844. doi:10.1136/bmjopen-2017-019219 

Goli, S., Noroozi, M., & Salehi, M. (2021). Comparing the effect of two educational 

interventions on mothers’ awareness, attitude, and self-efficacy regarding sexual health 

care of educable intellectually disabled adolescent girls: a cluster randomized control 

trial. Reproductive Health, 18(1), 1-9. 

https://doi.org/10.1371/journal.pone.0182214


Page 40 of 68 

 

Greenwood, N. W., & Wilkinson, J. (2013). Sexual and reproductive health care for women 

with intellectual disabilities: a primary care perspective. International journal of family 

medicine, 2013. http://dx.doi.org/10.1155/2013/642472 

Hossain, M. G., Khatun, M. S., Islam, M. R., Mondal, M. N. I., Bharati, P., & Pal, M. 

(2014). Factors associated with age at menarche of secondary school girls in Rajshahi 

City, Bangladesh. Adv Life Sci4 (2), 88-93. DOI: 10.5923/j.als.20140402.09 

House, S., Mahon, T., & Cavill, S. (2012). Menstrual Hygiene Matters–A Resource for 

Improving Menstrual Hygiene around the World (London: Water Aid).  

Jones, N., Pincock, K., Baird, S., Yadete, W., & Hicks, J. H. (2020). Intersecting 

inequalities, gender and adolescent health in Ethiopia. International Journal for Equity in 

Health, 19(1), 1-12. https://doi.org/10.1186/s12939-020-01214-3 

Katalinić, S., Šendula-Jengić, V., Šendula-Pavelić, M., & Zudenigo, S. (2012). 

Reproductive rights of mentally retarded persons. Psychiatria Danubina, 24(1.), 38-43. 

Malik, S. (2018, May 28). Let’s Talk Period. The Daily Star.  

Márquez-González, H., Valdez-Martinez, E., & Bedolla, M. (2018). Hysterectomy for the 

management of menstrual hygiene in women with intellectual disability. A systematic 

review focusing on standards and ethical considerations for developing 

countries. Frontiers in public health, 6.  https://doi.org/10.3389/fpubh.2018.00338 

Memarian, A., & Mehrpisheh, S. (2015). Therapeutic and Ethical Dilemma of Puberty and 

Menstruation Problems in an Intellectually Disabled (Autistic) Female: a Case 

Report. Acta Medica Iranica, 53(10), 663-666.  

Motivation and emotion /book. (2015). Menstrual cycle and emotion: How and why do 

emotions vary during the menstrual cycle? 

https://en.wikiversity.org/wiki/Motivation_and_emotion/Book/2015/Menstrual_cycle_an

d_emotion. 

Nurkhairulnisa, A. I., Chew, K. T., Zainudin, A. A., Lim, P. S., Shafiee, M. N., Kampan, 

N., ... & Nur Azurah, A. G. (2018). Management of Menstrual Disorder in Adolescent Girls 

with Intellectual Disabilities: A Blessing or a Curse? Obstetrics and gynecology 

international, 2018. 

http://dx.doi.org/10.1155/2013/642472
https://doi.org/10.1186/s12939-020-01214-3
https://doi.org/10.3389/fpubh.2018.00338
https://en.wikiversity.org/wiki/Motivation_and_emotion/Book/2015/Menstrual_cycle_and_emotion
https://en.wikiversity.org/wiki/Motivation_and_emotion/Book/2015/Menstrual_cycle_and_emotion


Page 41 of 68 

 

Park, H. R. (2013). Menstrual Support for Females with Developmental Disabilities: 

Survey and Interview of Parents or Caretakers (Doctoral dissertation, University of 

Kansas). 

Power, R., Wiley, K., Muhit, M., Heanoy, E., Karim, T., Badawi, N., & Khandaker, G. 

(2020). ‘Flower of the body’: menstrual experiences and needs of young adolescent women 

with cerebral palsy in Bangladesh, and their mothers providing menstrual support. BMC 

Women's Health, 20(1), 1-9. https://doi.org/10.1186/s12905-020-01032-3 

Rugoho, T., & Maphosa, F. (2017). Challenges faced by women with disabilities in 

accessing sexual and reproductive health in Zimbabwe: The case of Chitungwiza 

town. African Journal of Disability (Online), 6, 1-8. https://doi.org/ 10.4102/ajod.v6i0.252 

Taylor, D. (2005). Premenstrual symptoms and syndromes: Guidelines for symptom 

management and self-care. Advanced Studies in Medicine, 5(5), 228-41. 

Samuels, F., Jones, N., & Abu Hamad, B. (2017). Psychosocial support for adolescent girls 

in post-conflict settings: beyond a health systems approach. Health policy and 

planning, 32(suppl_5), v40-v51. 

Steward, R., Crane, L., Roy, E. M., Remington, A., & Pellicano, E. (2020). “Life is much 

more difficult to manage during periods”: Autistic experiences of menstruation. The 

Palgrave Handbook of Critical Menstruation Studies, 751. https://doi.org/10.1007/s10803-

018-3664-0 

Tan, B., Philipp, M., Hill, S., Muhamed, A. M. C., & Mündel, T. (2020). Pain Across the 

Menstrual Cycle: Considerations of Hydration. Frontiers in Physiology, 11. 

Thapa, P., & SIVAKAMI, M. (2017). Lost in transition: menstrual experiences of 

intellectually disabled school-going adolescents in Delhi, India. waterlines, 317-338. 

Tracy, J., Grover, S., & Macgibbon, S. (2016). Menstrual issues for women with 

intellectual disability. Australian prescriber, 39(2), 54. http://dx.doi.org/10.18773/ 

austprescr.2016.024. 

Wilbur, J., Kayastha, S., Mahon, T., Torondel, B., Hameed, S., Sigdel, A., ... & Kuper, H. 

(2021). 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, 21(1), 1-15. https://doi.org/10.1186/s12889-021-

10439-y 

https://doi.org/10.1186/s12905-020-01032-3
https://doi.org/10.1007/s10803-018-3664-0
https://doi.org/10.1007/s10803-018-3664-0
https://doi.org/10.1186/s12889-021-10439-y
https://doi.org/10.1186/s12889-021-10439-y


Page 42 of 68 

 

Wilbur, J., Torondel, B., Hameed, S., Mahon, T., & Kuper, H. (2019). Systematic review 

of menstrual hygiene management requirements, its barriers and strategies for disabled 

people. PloS one, 14(2), e0210974 

World Health Organization. (2011). World Report on Disability. 

http://www.who.int/disabilities/world_report/2011/report.pdf  

Yaacob, N., Nasir, N. M., Jalil, S. N., Ahmad, R., Rahim, N. A. R. A., Yusof, A. N. M., &  

Zaman, B., Shampa, R. M., & Rahman, M. A. (2010). Mothers' Knowledge about the 

Reproductive Health Needs of their Adolescent Girls. Journal of Armed Forces Medical 

College, Bangladesh, 6(2), 9-12.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://www.who.int/disabilities/world_report/2011/report.pdf


Page 43 of 68 

 

Annexure 
 

Annex-1: List of glossaries 
 

Attention Deficits Hyperactivity Disorder (ADHD): Neurodevelopmental psychiatric 

disorder with impaired level of inattention, hyperactivity and impulsivity that causing 

limitation in academic and functional performances (DSM-V, 2013). 

 

Cyclic Perimenstrual Pain and Discomfort (CPPD): Pelvic pain, cramping associated 

with menstruation that may lead to discomfort during menstrual period. 

 

Intellectual disability (ID): Definition: Refers to impairment in adaptive behavior that 

manifest during developmental years and less than 18 years old with sub-average 

intellectual functioning based on the IQ. Inability to learning with behavioral and 

developmental disorders (DSM-V, 2013). 

 

Types of ID:  According to DSM-V, On the basis of the adaptive functioning ID is 

classified into mild, moderate severe and profound intellectual disability based on three 

domain analysis conceptual domain. 

 

Mild ID: where there are difficulties in academic performances learning, reading, writing, 

money management and support needed in one or more areas to meet age related 

expectations. In adults there is impaired function in planning, abstract thinking, short term 

memory, functional use of academic skills. In social domain Person with ID may not have 

age appropriate behavior or emotions, limited understanding risks in social situation and 

sometimes individual may have manipulated by others. In practical domain individual may 

have good skills in self-caring but have some difficulties in grocery shopping, 

transportation, home and child caring, money management and they may need support in 

health care decisions and legal decisions. They can involve in job that don’t emphasis on 

conceptual skills. 

 



Page 44 of 68 

 

Moderate ID: In moderate intellectual disabilities conceptual domains demonstrate the 

individual’s conceptual skills markedly impaired and they need support in all areas of 

academic skills and level is on elementary level during adulthood and their pre-schooling 

languages and pre-academic skills developed slowly. Others need to take the 

responsibilities of the individuals for completing conceptual tasks. In social domain 

individual have ability in making social relationship with friends and family and sometimes 

they may have romantic relationship in adulthood, judgment and decision making abilities 

are limited and caregiver must give support in life decisions and social and communicative 

support needed in work setting for success. In practical domain individual need time 

training to become independent in self-care skills like eating, dressing, elimination, 

hygiene as an adult through extended period of teaching and time is needed to learn these 

skills. Individual need ongoing support and reminder for successfully performing 

household ask in adulthood. They may involve in employment which need minimal 

conceptual and communication skills and need support from co-worker, supervisors. 

 

Severe ID:  Conceptual skills are very limited and have little understanding on written 

language concept involving numbers, quantity, time. Caregiver need to give extensive 

support throughout  

 

The life. Individual’s speech may be single word or phrases and they can understand simple 

speech and gestural communication. Only able to maintain relationships with family and 

familiar others. Individual requires support in all activities of daily living including 

dressing, bathing, meal preparation and personal hygiene and requires supervision at all 

times. Maladaptive behavior such as self-injurious behavior may be present. 

 

Profound ID: Conceptual skills involves physical world rather than symbolic. Individual 

can understand matching and sorting concept rather than functional uses and impaired co-

occurring motor and sensory function may prevent of using object functionally. Individual 

have very much limitation in understanding symbolic communication or gestures and h/she 

just may understand some simple instruction and gestures. Individual maintain relationship 

with family members, caregivers and some familiar persons using gestures and cues. 
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Individual depends on others for all activities of daily living and only may assist in some 

work at home such as carrying dish to the table. H/she involve in vocational activities with 

high level of ongoing support. Recreational activities such as listening music, watching 

television, going for walk may be performed by the individual. Co-occurring sensory and 

motor impairment may hinder participation. Maladaptive behavior such as self-injurious 

behavior may present (DSM-V, 2013). 

 

Intelligence Quotient (IQ): Standardized test for level of intelligence, the critical 

components of IQ test including verbal comprehension, working memory, perceptual 

reasoning, comprehensive reasoning, abstract thought, cognitive efficacy. Judgements, 

clinical training are required to appropriately interpret the results.IQ ranges 50-70 indicates 

mild ID, 35-49 moderate ID and 20-40 severe ID and 20-25 profound ID (DSM-IV, 2000 

as cited in Park,2 013). 

 

Menstrual cycle: 

Menstrual cycle lasts for an average 28 days, can be divided into two phases follicular and 

luteal, follicular phase begins with 1st day of menstruation and lasts until ovulation which 

occurs around days 14 and during this phase while menses occurs estrogen concentration 

remain low and stable and rise quickly after cessation of menstruation on the other hand 

progesterone remain low throughout the follicular phase. When ovulation occurs due to 

luteinizing hormone (LH) and then luteal phases starts, during this phase progesterone 

concentration remain high and estrogen concentration remain on moderate. At the end of 

this phase both estrogen and progesterone concentration fall and menstruation occurs with 

starting a new cycle (Tan et al. 2020). 

 

Premenstrual Syndrome (PMS):  

Wide variety of sign and symptoms include mood swing, irritability, tender breast, 

depression before immediate starting of menstruation. 
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Annex-2: Two case studies for better understanding  

Annex 2.1. Case study 1 

Sifa (nickname) is a 19 years old girl who diagnosed as girl with intellectual disability. She 

has one younger brother who is 6 years old. She is a student of a special school and reads 

in class five. At the age of 11 years old she has achieved menarche. Her mother is 41 years 

old and a house wife in spite having post-graduation degree. She told that she faced lots of 

challenges for her daughter because her daughter had delay in walking, speaking and 

learning and still facing problems of teaching her daughter in every new thing. The biggest 

challenge was managing her daughter during her menstruation. She was tensed about her 

onset of her first menstruation and how she will manage. 

 

When her daughter’s first menstruation started, she got frightened and told “what is this, 

why this is happening”. Then her mother explained the reason of menstruation by telling 

her that as they women they have to face this issue. She didn’t want to wear the materials 

like panty with pad then her mother needed to use example of her cousins who achieved 

menarche that they also wear this and then she wore the materials with the help of her 

mother. At the beginning she also had lower abdominal pain and vomiting so her mother 

had to give medicine for that. 

 

Now at present it has become easy to handle the girls during this time because at the 

beginning she needed full support for managing menstrual such as wearing and changing 

materials, cleaning, maintaining hygiene. Now she can wear, change materials, clean 

clothes without help but every month she needs verbal instructions otherwise she forgets 

to wear and change materials such as need to remind her during her toilet time and every 

time for setting pad, disposal of used pad by wrapping the pad with paper and throw to the 

dustbin. Sometimes her mother needs to set the pad in panty and instruct her to wash the 

panty otherwise she forgets. 

 

During her period time she goes to school, does therapy, performs dance. Her mother 

doesn’t tell any professionals in the school about her daughters’ menstruation because she 
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thinks that this the secret issue and only the responsibility of the mother to manage this. As 

there is no way so she is training to her daughter in her own way and she believes that one 

day her daughter will be able to manage this without support. Although she feels much 

stressed because she has to support her daughter in every steps so in absence of her who 

will support her, what will happen. Her mother feels the need of helping hands who will 

give support in absence of her. 

 

Her mother also feels stresses by thinking her future as her daughter is now adult and any 

bad things can happen such as sexual abuse or other abusive behaviors. So, now her mother 

takes extra care of her such as doesn’t let her go alone, keep her with her mother always 

and if her mother goes outside, she tries to take her with her or lock the door outside. 

Because her daughter doesn’t understand and can open the door if anyone nock the door 

so considering safety issue, she locks the door outside. 

 

Annex 2.2. Case study 2 

Saima (nickname) is a younger daughter of ‘S’ begum. She was diagnosed as down 

syndrome with profound intellectual problems. She has 3 elder sisters and 3 elder brothers. 

Her mother is a housewife and 55 years old women. Her mother and one elder sister are 

the caregivers of her. She goes to a special school and there she takes therapy and training 

on performing activities of daily living without support and learning activities by special 

educators. 

 

As Saima‘s understanding level is very poor that’s why according to therapist’s 

recommendations her mother and special educators started counselling on the matter of 

menstruation, menstrual materials before onset of the menarche. When she achieves 

menstruation at the age of her 11 years old she shown reaction by telling that she had peed 

and then she wore pad with panty without any hesitation and her expression was like that 

she knows this. 

 

During this time, she is very much disturbing because during first day of menstruation she 

uses 12-15 pads and when she enters bathroom, she put-off the pad.in this time every day 
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in the night time she peed on the bed. When experiencing pain in this time she become 

very disturbing then her mother tells her to bear this and tells that same things happens also 

in case of her mother. Sometimes her mother gives her medicine for the pain.  

 

She needs full support during her menstrual period, every time her mother needs to set the 

materials, change the materials, clean the used panty and clothes. As she has peeing 

tendency during night time so this time it becomes very difficult because mother needs to 

change and wash the bloody bed clothes and her daughter’s clothes. She remains disturbing 

in the first and 2nd night,1st day she destroys 12-15 pads because when she goes bathroom, 

she put off the pad, tendency to go washroom. The more she goes washroom her mother 

or sometimes her elder sister needs to help her otherwise she putts off the pad. During her 

a school time special educator give hands on training on managing menstrual hygiene 

independently beside giving counselling. In home mother also giving training on managing 

menstrual care independently according to teachers’ recommendations. 

 

Her mother fells very stresses about her because she needs full support and remain very 

disturbing during this time. Mother told that she and her elder daughter are now giving 

support but after 2-8 years if she can’t manage this without support then what will happen. 

After achieving menarche phase now, she tries to frequently press the secret area, want to 

keep finger directly to that area so her mother and teachers need to frequently instruct to 

stop that. When she has whit discharge before onset of menstruation, she has frequent 

tendency to itch that secret area and sometimes these creates very embracing situation for 

the mother. 

 

Mother expects that if she understands the matter and manage the issue such as understand 

onset of menstruation, set, change materials, disposal of used materials, cleaning herself 

independently then her mother will happy. Her mother and school teachers are giving 

training on menstrual care and hygiene independently and mother hopes that her daughter 

will be able to manage menstrual care independently. 
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After achieving menarche phase mother also giving extra care to her. Based on the 

Therapist recommendations from the school she and school teachers are giving training on 

gender identification, good touch bad touch by flash card, protection techniques by crying, 

telling directly to mothers for preventing any bad incidence. 
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Annex-3: Questionnaire for qualitative data collection (English and Bangla) 

Demographic information 

 

Participant’s information: 

Name:    Age:    Education: 

 Occupation: 

No. of family member:   No. of daughter under & over menarche age: 

Living address: 

Participant’s Daughter’s information: 

Name:      Age:  Onset age of menarche: 

School going: Yes/no  Grade:    Type of school: 

Qualitative information 

1. What are your experiences in handling menstrual hygiene in your daughter? 

Sub questions: 

I. How was your daughter first reaction towards her first menstruation? 

II. Do you yourself have lot of pain or other menstrual symptoms? Then what 

happened to your girl, how you handle? 

III. what type of materials they use and how many times a day they change? 

IV. If the daughters change or need support? Then what kind of support they 

need during managing her menstrual hygiene at home and school? 

V. Do you need support from other family member? If yes, what type of 

support and if no why? 

VI. Does she go to school during this time? what type of support are getting 

from school? 

VII. What are the challenges are you facing during maintaining her menstrual 

hygiene? 

VIII. What kind of emotional stress are you feeling during managing your 

daughter’s menstruation or thinking about her future management support?  

IX. What type of changes have you observed after having menstruation, how 

you handle? 
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X. Do you feel any education or menstrual management skills training needed 

for your daughter for her future? Yes/no why? 

2. What you are thinking about her extra care and protection? 

Sub questions: 

I. Do you feel any mental stress about her extra care and protection issue, if 

yes why are you feeling that kind of stress? 

II. Do you feel any risk of complications like infections, sexual abuse? If yes, 

why? 

III. What type of actions have you taken to avoid these risks like hormone 

replacement therapy or hysterectomy of any other things?  
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Questionnaire for qualitative data collection (Bangla) 

 

RbZvwË¡K Z_¨ 

AskM«nYKvixi Z_¨t 

bvgt    eqmt                  wk¶vt   ‡ckvt  

cwiev‡i m`m¨ msL¨vt   FZy ïiæ I ïiæ nq wb Ggb Kb¨vi msL¨vt  eqmt 

emev‡mi  wVKvbvt  

AskM«nYKvixi †g‡qi Z_¨t 

bvgt   eqmt                             FZy ïiæi eqmt  ¯‹y‡j hvq wKbv, n¨vu/bv  

‡M«Wt    ¯‹y‡ji aibt  

¸YMZ Z_¨ 

c«kœ K| FZyKvjxb mg‡q Avcbvi †g‡qi e¨e¯’vcbvq Avcbvi AwfÁZv †Kgb?  

Dcc«kœ mgynt  

1| c«_g FZy ïiæ n‡j Avcbvi †g‡qi c«wZwµqv †Kgb wQj/_v‡K? 

2| FZyi mgq Avcbvi wK e¨_v nq? Avcbvi †g‡qi †¶‡Î n‡j wKfv‡e mvgjvb? 

3| Avcbvi †g‡qi FZyKvjxb e¨e¯’vcbvq wK ai‡bi DcKiY e¨envi K‡ib? 

4| Avcbvi †g‡q wK wb‡R wb‡R DcKiY ci‡Z I e`jv‡Z cv‡i? G mg‡q Avcbvi wK wK ai‡bi mvnvh¨ mn‡hvwMZv 

Ki‡Z nq evmvq I ¯‹y‡j? 

5| ïay wK AvcwbB mvnvh¨ K‡ib bvwK cwiev‡ii Ab¨ †KD mvnvh¨ K‡i? wKfv‡e mvnvh¨ K‡i? 

6| Gmg‡q wK Avcbvi †g‡q ¯‹y‡j hvq? ¯‹yj †_‡K wK †Kvb mvnvh¨ K‡i? wKfv‡e mvnvh¨ K‡i? 

7| FZyKvjxb mg‡q Avcbvi †g‡q‡K mvnvh¨ mn‡hvwMZv Ki‡Z wM‡q wK wK P¨v‡jÄ Gi gy‡LvgyLx nb? 

8| G mg‡q Avcbvi †g‡q‡K mvnvh¨ Ki‡Z wM‡q ev Zvi fwel¨Z e¨e ’̄vcbvi K_v †f‡e Avcwb †Kgb gvbwmK Pvc 

Abyfe K‡ib? 

9| FZy cieZ©x †Kvb cwieZ©b Avcbvi †g‡qi g‡a¨ j¶¨ K‡i‡Qb? wK wK ai‡bi cwieZ©b †hgbt kvixwiK, gvbwmK 

cwieZ©b?  

10| G mg‡q Avcbvi/Avcbvi †g‡qi †Kvb mvnvh¨, Z_¨, c«wk¶Y `iKvi †hUv Avcbvi gvbwmK Pvc Kgv‡e, Avcwb 

wK g‡b K‡i? 

c«kœ L| Avcbvi †g‡qi evowZ †Lqvj I myi¶vi †¶‡Î wK fve‡Qb?  
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Dcc«kœ mgynt  

1| Avcbvi †g‡qi evowZ †Lqvj I myi¶vi K_v †f‡e Avcwb †Kgb Pvc Abyfe K‡ib? 

2| Avcbvi †g‡qi FZy cieZ©x RwUjZv †hgb msµgY, †hŠb nqivwb I †hŠb wbh©vZb Gi SyuwK Av‡Q wK bv Avcwb wK 

g‡b K‡ib? 

3| Gme SyuwK †_‡K DËi‡Yi Rb¨ wK wK cš’v Aej¤^b K‡i‡Qb? 
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Annex-4: Information Sheet (English) 

I am the student of M.Sc. in Rehabilitation science at Bangladesh Health Professions 

Institute (BHPI), the academic institute of Center for the Rehabilitation of the Paralyzed 

(CRP) under the medicine faculty of University of Dhaka. I would like to inform that for 

our part of academic research I am going to do a research on the topic of ‘Mothers 

experience on menstrual care of girls with intellectual disabilities’. The purpose of the 

study is to find out the challenges are you facing during handling your daughter 

menstruation and how you are taking care after menarche which help the researcher to 

make some recommendation based on your experiences. These recommendations will 

helpful for the health professionals and other professionals to address this issue or include 

this issue to their practice also. 

 

So, your valuable information will helpful for understanding your experiences. All 

information will be kept very confidential and information will be used only for my 

research purpose. For understanding your every speech and expression I need to record 

your information. You have full right to reject participation any time or you can skip any 

sensitive points on the questionnaire if you don’t want to share. From this study you are 

not directly benefited or get any gift. 

 

 

Sign of Researcher 
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Information Sheet (Bangla) 

 

Z_¨ cÎ  

Avwg evsjv‡`k †nj_ c«‡dmÕkÝ  Bbw÷wUDU (we GBP wc AvB), wm Avi wc -i GKv‡WgxK  Bbw÷wUDU I XvKv 

wek¦we`¨vj‡qi †gwWwmb Abym‡`i AvIZvq gv÷vm©  Bb wi‡nwewj‡Ukb mv‡qÝ Gi QvGx| Avcbv‡K Rvbvw”Q †h,  Avgv‡`i 

†kLvi Ask wn‡m‡e †kl e‡l© GKwU  M‡elbv Ki‡Z nq I Avgvi M‡elYvi  welq n‡”Q Ôeyw× c«wZeÜx †g‡q‡`i FZyKvjxb 

e¨e ’̄vcbvq gv‡q‡`i AwfÁZvÕ|Avgvi M‡elYvi D‡Ïk¨ n‡”Q Avcbviv Avcbv‡`i †g‡q‡`i FZyKvjxb e¨e¯’vcbvq I 

h‡Zœ Kx ai‡Yi RwUjZvi gy‡LvgyLx n‡”Qb Ges G mgqUv‡Z Kxfv‡e hZœ wb‡”Qb GB Z_¨¸‡jv †ei K‡i M‡elK wKQy 

c«¯Ívebv ‰Zwi Ki‡eb| GB  c«¯Ívebv¸‡jv †nj&_ c«‡dkbvjm I Ab¨vb¨ c«‡dkbvjm‡`i GB mgm¨v mgvavb I wKQy welq 

Zv‡`i †i¸jvi cª¨vKwUm G AšÍf©y³ Ki‡Z cvi‡eb|  

 

myZivs, M‡elYvq Avcbvi AskM«nY I Avcbvi g~j¨evb Z_¨ Avcbvi AwfÁZv Rvb‡Z LyeB c«‡qvRb| Avcbvi cwiPq 

I Z_¨ m¤ú~Y© †Mvcb ivLv n‡e Ges ïaygvÎ Avgvi M‡elYvi Kv‡R e¨envi Ki‡ev| Avcbvi c«‡Z¨KwU K_v I gyLfw½ 

eySvi Rb¨ Avcbvi K_v †iKW©  Ki‡Z n‡e| 

 

M‡elYvq Avcbvi AskM«nY m¤ú~Y© Hw”QK I Avcwb AskM«nY Gov‡Z cv‡ib A_ev c«kœc‡Îi †h ‡Kv‡bv c‡q›Um Gov‡Z 

cv‡ib| GB M‡elYv †_‡K Avcwb †Kvb myweav/wMdU cv‡eb bv|  

 

 

M‡el‡Ki ¯^v¶i 
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Annex-5: Consent Form (English) 

 

I am ………………………………………. 

I have read/ have being informed clearly about the study purpose. All information related 

to study has been given. As all information will be kept confidential and used for only her 

research purpose so I agree to participate in this study. 

 

 

 

……………………………..             

…………………………….. 

Signature of the participants                                                      Sign of the Researcher 
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Consent Form (Bangla) 

 

m¤§wZcÎ 

 

Avwg M‡elYv I Zvi D‡Ïk¨ m¤ú‡K© my¯úófv‡e Avwg AewnZ n‡qwQ| M‡elYv m¤úwK©Z mKj Z_¨ †c‡qwQ| †h‡nZy 

M‡elYvq ejv mKj Z_¨ M‡elYvi KvR Qvov Ab¨ Kv‡R e¨envi n‡e bv I †Mvcb ivLv n‡e myZivs Avwg M‡elYvq 

AskM«nY Ki‡Z ivRx AvwQ|  

 

 

 

AskM«nYKvixi ¯^v¶i      M‡el‡Ki ¯^v¶i 
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Annex-5: scan copy of Institutional Review Board (IRB) permission 

letter and permission letter for data collection 

Annex-5.1: IRB Approved letter 
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Annex-5.2: Data collection permission letter 
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