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Objectives

 PREPARING FOR MENSES
 CERVICAL CANCER SCREENING
- MAMMOGRAMS



SEXUALITY AND VULNERABLITY

» Adolescents with I/DD have typical sexual development
* Higher risk of abuse, coercion, and unprotected sex
* Need for developmentally appropriate sexual education



PREPARING FOR MENSES

= Core principle: start with standard menstrual care for all
women.

= Adapt for communication, understanding, and support
needs.

= Reframe “problem menstruation” as gaps in preparation,
accessible education, and practical supports—rather than
disability itself.



MENARCHE
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Start early

Prepare well before first bleeding to
reduce fear and confusion.

Teach concretely
Use simple language, repetition,

visual supports, and hands-on
practice with pads.

Normalize and support

Families and educators reinforce
skills; many challenges are
preventable with education.


Presenter Notes
Presentation Notes

Preparation for menarche is a critical component of menstrual health for all girls, and the authors strongly emphasize that this applies equally to girls with intellectual disability. Adequate preparation helps reduce fear, confusion, and distress when menstruation begins. For girls with ID, information must be delivered in ways that match their level of understanding, using clear, concrete language and avoiding unnecessary medical jargon. The paper highlights the importance of repetition, consistency, and opportunities to practice skills, such as opening pads, placing them correctly, and disposing of them. Visual supports and structured resources are particularly valuable, with the authors citing tools like the “Special Girls’ Business” picture book as effective for girls, families, and professionals. Preparation should ideally occur well before menarche, allowing time for gradual learning rather than crisis-driven education once bleeding begins. Families and educators play a central role in this process, as they often provide the day-to-day reinforcement needed for skill acquisition. The article also notes that preparation is not solely about practical skills, but also about helping girls understand that menstruation is a normal part of growing up. This normalization supports positive body awareness and reduces stigma. When preparation is overlooked, difficulties such as inappropriate pad use, blood on clothing, or distress in public settings are more likely to occur. The authors argue that many of these challenges are preventable and reflect gaps in education rather than inherent inability. Overall, proactive, accessible, and respectful preparation for menarche is presented as a foundational step in promoting independence and well-being for girls with intellectual disability. 

 Image source: Microsoft 365 content library


USING A PAD

PUBERTY SKILLS STORY

The bottom of the pad will have a sticker
| pull off the sticker
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Now the bottom of the pad is sticky
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= This helps it to stick to my underwear.
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There are many different types

of pads.

Some pads are short.

Some pads are long.





Presenter Notes
Presentation Notes
Assessing Menstrual and Cyclic Problems, Common Menstrual Problems and Associated Conditions 

 Image source: Microsoft 365 content library


ASSESS MENSTRUAL ISSUES

Chart symptoms/behaviors
against the cycle for months
to confirm true cyclicity—
especially with limited
verbal communication.

Define the presenting
problem clearly (heavy

bleeding, pain, amenorrhea,
behavior change).

Avoid assuming
mood/behavior changes are
“menstrual” without
evidence; observe longer if
cycles are irregular.

Investigate pathology when
indicated (STl screen,
ultrasound, blood tests);
reassure and explain
accessibly if normal.



Presenter Notes
Presentation Notes

A central clinical message of the paper is the importance of careful assessment when menstrual problems are suspected in women with intellectual disability. The authors advise clinicians to first clearly define the presenting issue, such as heavy bleeding, dysmenorrhea, amenorrhea, or behavioral changes. One of the most practical tools recommended is charting symptoms or behaviors against the menstrual cycle over several months. This approach helps confirm whether observed changes are truly cycle-related or coincidental. This is particularly important for women who have limited verbal communication, as discomfort or pain may be expressed through changes in behavior rather than words. The paper cautions against automatically attributing mood or behavioral changes to menstruation without evidence, as this can lead to missed diagnoses or inappropriate management. When cycles are irregular, longer periods of observation may be required. The assessment process should also include consideration of underlying pathology, with investigations such as sexually transmitted infection screening, ultrasound, or blood tests used when clinically indicated. The authors emphasize reassurance and education when no pathology is found, explaining the menstrual cycle in accessible terms and suggesting simple supportive strategies. This structured, methodical approach mirrors best practice for all women and reinforces the principle that women with intellectual disability deserve the same diagnostic rigor and clinical reasoning as any other patient.


COMMON MENSTRUAL CONCERNS

e Dysmenorrhea (painful) and heavy bleeding are common—quantify with concrete questions (e.g.,
pads/day).

e Amenorrhea: primary may relate to underweight status or neurological conditions; secondary is
often pregnancy.

e Always consider pregnancy regardless of disability status.

e Menstrual patterns may reflect epilepsy (catamenial), genetic syndromes with hypogonadism,
weight/thyroid extremes, or medications (antipsychotics/anticonvulsants).



Presenter Notes
Presentation Notes

The paper outlines several menstrual problems that commonly affect women with intellectual disability, noting that these conditions are not unique to this population but may be more challenging to identify or manage. Dysmenorrhea and heavy menstrual bleeding are frequently reported and should be quantified using simple, concrete questions, such as the number of pads used per day. Amenorrhea is also discussed, with primary amenorrhea potentially linked to underweight status or neurological conditions, and secondary amenorrhea most commonly due to pregnancy. The authors stress that pregnancy must always be considered, regardless of disability status. Coexisting medical conditions can significantly influence menstrual patterns. Epilepsy, which affects an estimated 20–40% of people with intellectual disability, may present as catamenial epilepsy, where seizure frequency is linked to hormonal changes across the menstrual cycle. Genetic syndromes such as Prader–Willi and Laurence–Moon syndromes may involve hypogonadism, affecting pubertal development and menstruation. Weight extremes, thyroid dysfunction, and medications—including antipsychotics and anticonvulsants—are also highlighted as potential contributors to menstrual irregularities. By systematically considering these factors, clinicians can avoid oversimplified explanations and ensure that menstrual problems are managed appropriately and safely.


MANAGING CYCLIC ISSUES

Behavior, pain, and amenorrhea workup

Cyclic behavioral change

In some women with intellectual disability, pain may present mainly as irritability, aggression, or
withdrawal. Educate the woman and support network to link possible pain with behavior, and
avoid misattribution.

Management approach

Start with non-pharmacological foundations: regular physical activity, stress management, and
healthy routines. If dysmenorrhea is suspected, trial standard analgesia while charting behavior
to assess response.

Amenorrhea: systematic evaluation

Investigate delayed puberty at age 14 and delayed menarche at age 16. For secondary
amenorrhea, consider pregnancy first, then assess weight change, endocrine causes,
medication effects, and major psychological stress.



Presenter Notes
Presentation Notes

Cyclic behavioral problems present a particular challenge in women with intellectual disability, as communication difficulties can obscure the distinction between emotional changes and physical discomfort. The paper emphasizes that some women express pain primarily through altered behavior, such as irritability, aggression, or withdrawal. Management should therefore include education for the woman and her support network, helping them understand potential links between pain and behavior. Non-pharmacological strategies, including regular physical activity, stress management, and healthy lifestyle choices, are recommended as foundational interventions. Where dysmenorrhea is suspected, a trial of standard pain management strategies with concurrent charting of behavior can help determine effectiveness. Amenorrhea is addressed separately, with guidance that delayed puberty should be investigated at age 14 and delayed menarche at age 16, consistent with guidelines for the general population. Secondary amenorrhea requires careful evaluation, with pregnancy considered first, followed by assessment for weight changes, endocrine disorders, medication effects, or significant psychological stress. By approaching behavioral changes and amenorrhea systematically, clinicians can avoid misattribution and ensure that underlying medical issues are appropriately identified and treated.


Goals of Menstrual Management

Reduce pain, Support hygiene Complete
bleeding, and and quality of life suppression not
behavior disruption always necessary or

desired




Non-Hormonal
Management

NSAIDs for pain and
reduced bleeding

Tranexamic acid for heavy

menstrual bleeding

Consider VTE risk and
comorbidities
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What to Expect During an IUD Insertion
1 L. G 4.

Doctor performs Vagina is opened and Doctor uses a device called IUD is pushed into place,
bimanual pelvic exam cervix is cleaned and a “sound” to measure instruments are removed,
and determines stabilized length and direction of and doctor cuts ends of
position of uterus cervical canal and uterus strings
e
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Ilustration by Emily Roberts, Verywell




SPECIAL CONSIDERATIONS

* Epilepsy and catamenial Common Side Effects of Depo-Provera
seizures - May need to

consider IUD
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CONSENT & CAPACITY

Legal frameworks and safeguards

Capacity is decision-specific: the person must understand, retain, weigh, and
communicate relevant information.

Most women with mild intellectual disability can consent to menstrual-
disorder treatment when information is accessible.

It capacity is lacking, a legally recognized substitute decision-maker may be
required; paid carers cannot consent.

Irreversible procedures (e.qg., sterilization, pregnancy termination) require
court/tribunal approval; abuse of this is a crime.



Presenter Notes
Presentation Notes

Legal and ethical considerations are a major focus of the paper, particularly around consent and decision-making capacity. The authors stress that capacity to consent must be assessed individually for each specific decision, as it depends both on the woman’s cognitive abilities and the complexity of the intervention. A woman can legally consent if she can understand, retain, weigh, and communicate information relevant to the decision. Most women with intellectual disability have mild impairment and are capable of consenting to treatment for menstrual disorders when information is provided in accessible formats. When a woman lacks capacity, a legally recognized substitute decision-maker may be required, but paid carers are not permitted to provide consent. The paper also clearly states that major irreversible procedures, such as sterilization or termination of pregnancy, require approval from courts or guardianship tribunals. Sexual abuse is addressed explicitly, with the reminder that it is a crime, particularly when a woman cannot legally consent. These legal principles reinforce the importance of respecting autonomy while ensuring appropriate protection and oversight.


WORKING WITH
DSP/Support team

Communicate clearly

Use jargon-free language and confirm the
support person’s familiarity with the woman,
especially where staff turnover is high.

Document for continuity

Provide a written plan covering diagnosis,
investigations, treatment, expected outcomes,
and potential side effects.

Keep the woman central

Review regularly to ensure implementation and
effectiveness, supporting dignity, autonomy, and
quality of life.



Presenter Notes
Presentation Notes

Effective menstrual management for women with intellectual disability often depends on collaboration with families, carers, and disability support workers. The paper highlights that while carers have valuable knowledge of the woman’s daily functioning and history, they often lack formal health training. Clear, jargon-free communication is therefore essential. Clinicians are encouraged to check how well the accompanying support person knows the woman, particularly in settings with high staff turnover. Written management plans summarizing diagnosis, investigations, treatment, expected outcomes, and potential side effects are strongly recommended to support continuity of care. Regular review is important to ensure that recommendations are implemented and effective. The authors advocate for partnership-based care, where the woman remains central to decision-making to the greatest extent possible. By engaging support networks thoughtfully and respectfully, clinicians can improve health outcomes while reinforcing the woman’s dignity, autonomy, and quality of life. 

 Image source: Microsoft 365 content library


HPV CAUSES CANCER
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HPV Vaccine- offer at 9, can get up to 45!

HPV VACCINE

A Shield Against Multiple Cancers

HPV
vVaccine

v

91%-100%
effective
Protects against 9 HPV strains (Gardasil-9)




CERVICAL CANCER SCREENING

What is a pap smear?

1 A Pap smear (also called a Pap test)
screens for cervical cancer. The test
checks for abnormal cells on
your cervix that are cancerous or have
the potential to become cancerous
and may also detect certain infections
and inflammation.

 Healthcare providers consider a Pap
smear to be the gold standard for
preventing cervical cancer because it
detects cervical cell
changes before they can turn into
cancer.

Pap smear

Cervix —__|

Brush scrapes
cells for sampling

Speculum

= rY
Ld

Cleveland
Clinic

Cervix 2024



https://my.clevelandclinic.org/health/diseases/12216-cervical-cancer
https://my.clevelandclinic.org/health/body/23279-cervix

Disparity in cervical cancer screening

 Usually requires sedation
* Trying to coordinate care with other tests (blood, dental)

* Spasm in legs or use of wheelchair can make the pap smear
more uncomfortable
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ACS VERSUS USPSTF

Population age ACS Recommendation USPSTF Recommendation

<21 years No screening

21-25 years No screening Cytology every 3 years
25-29 years Primary hrHPV testing every 5 Cytology every 3 years
30-65 years =i Any one of the following:

* Cytology every 3 years
* Primary hrHPV testing every 5 years
* (Co-testing every 5 years

Secondary options include:
* Co-testing every 5 years
* Cytology every 3 years

>65 years No screening if certain criteria are met

Endorses ASCCP management guidelines




Table 1. Comparison of Current Screening Options?'%1°

Cytology with reflex

Advantages

* Proven efficacy

Disadvantages

Less sensitive than HPV testing
Requires repeat every 3 years to compen-

HPV testing » Familiar to patients and providers sate for limited sensitivity
e * Double the number of tests compared
* Increased sensitivity with primary HPV testing with little gain in
Cotesting * Repeat at 5-year intervals b Y 9 9

* May be more sensitive for adenocarcinomas

sensitivity
Less familiar to patients and providers

Primary HPV testing

* Increased sensitivity
* Repeat at 5-year intervals
* May be more sensitive for adenocarcinomas

Unfamiliar to patients and providers




Breast Cancer Screening in
Adults with Intellectual &
Developmental
Disabilities



Background

Adults with IDD have similar breast
cancer incidence to the general
population

Mammography screening rates are

significantly lower

Disparities contribute to later
diagnosis and poorer outcomes




Breast Cancer Screening Disparities

Adults with IDD are ~1.5
times less likely to receive
mammography

Barriers include
communication challenges
and sensory discomfort

Limited availability of
accessible and supportive
screening services




Percentage of U.S. Adult Women 50-74 Years of Age
Who Received a Mammogram During the Past 2 Years,
By Disability Status—2010 National Household Interview
Survey (NHIS)*
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About 75% of women without disabilities received a mammogram during the past two years, while only 61%

of women with disabilities did the same.



Difficulty understanding
the procedure

Common Anxiety, fear, or sensory
Challenges sensitivity

Physical limitations
affecting positioning




Preparation &

. . Explain the Use visual aids or Allow time for
Commu n|Cat|On procedure in easy-to-read questions and
advance using clear, materials reassurance

simple language
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Lisa has @ mammogram

Helen asks Lisa to remove her shirt and
move to the front of the X-ray machine.

She touches Lisa and lifts her
left breast into the X-ray machine.

Helen explains that it might be
slightly uncomfortable.

Helen moves behind the screen.



Access & Accommodation
Needs

« Wheelchair-accessible rooms and
adjustable equipment

* Longer appointment times when needed

« Ability to perform mammography while
seated




Role of Support Persons

Trusted caregiver
or advocate
present during
Visits

Assists with

communication

and emotional
reassurance

Supports shared
decision-making




Strategies to Improve Access

r‘i Pre-appointment planning with the screening facility
\/ Practice or familiarization visits when available

@ Individualized approach based on anxiety and sensory needs



Breast cancer screening disparities
are preventable

Key Preparation, accommodation, and
IELCGEVWENE support are essential

Proactive planning can improve
screening success and experiences
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