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NDSS Mission

NDSS empowers individuals with Down 

syndrome and their families by driving policy 

change, providing resources, engaging with local 

communities, and shifting public perceptions.



NDSS Core Programs

NDSS supports and advocates for the Down syndrome 

community by focusing on three key areas of programming: 

• Resources & Support 

• Advocacy & Policy

• Community Engagement 



NDSS Resources and Support

Resources & Support

• 1-800 helpline and info email

• Resources and information from birth to end of life

• Education, employment, health and wellness, aging, caregiving 

and more



NDSS Core Programs

Advocacy & Policy

• Federal, state, and local 

advocacy 

• Develop and improve laws to 

positively impact people with 

Down syndrome across the 

country and affirm their 

human rights

• Legislative agenda spans the 

life experience of individuals 

with Down syndrome



NDSS Core Programs

Community Engagement

• Scholarships, grants, and 
awards

• National Buddy Walk® 
Program

• Times Square Video 
presentation

• Athlete Ambassador Program

• DS-Ambassador Program

• Run for 3.21 relay

• Virtual Racing for 3.21 for 
World Down Syndrome Day 

• Gala, golf, and more!



Health & Wellness 

• Health-related webpages for website, informative 

resources, and guidebooks

• Health-related advocacy with Policy team

• 321go! 

• Aging and Down Syndrome: A Health & Well-Being 

Guidebook 

• Alzheimer’s Disease & Down Syndrome: A Practical 
Guidebook for Caregivers 

• Self-Advocacy at Medical Appointments

http://www.ndss.org/321go
https://ndss.org/resources/aging-and-down-syndrome-health-well-being-guidebook
https://ndss.org/resources/aging-and-down-syndrome-health-well-being-guidebook
https://ndss.org/resources/alzheimers-disease-down-syndrome-practical-guidebook-caregivers
https://ndss.org/resources/alzheimers-disease-down-syndrome-practical-guidebook-caregivers
https://ndss.org/resources/self-advocacy-medical-appointments


NDSS 2024 Adult Summit

Where: The Westin South Coast 

Plaza in Costa Mesa, CA

When: November 14-16, 2024

Session Topics: Health, finance, 

research, advocacy, employment, 

education, and self-advocacy

Get your tickets today: 

https://ndss.org/adult-summit

https://ndss.org/adult-summit


Dr. Hannah Graham 

Speaker Bio

• Hannah Graham, MD is a physician at the Advocate Health 

Care Adult Down Syndrome Center in Park Ridge, IL. The 

Center serves people aged 12 + with Down syndrome. 

• Dr. Graham graduated from Loyola University Chicago 

Stritch School of Medicine. She completed her residency in 

Family Medicine at Advocate Aurora Lutheran General 

Hospital. Prior to working at the Adult Down Syndrome 

Center Dr. Graham practiced general family medicine.

• Currently a faculty member with the Family Medicine 

Residency Program at Lutheran General Hospital and the 

Assistant Education Director of Family Medicine at 

Rosalind Franklin University Chicago Medical School. 

• She is also a mom to a young child with Down syndrome. 



• This presentation is intended for families, caregivers, health care 

professionals, and service providers of individuals with Down syndrome.

• The information in this presentation is provided for educational purposes 

only and is not intended to serve as a substitute for a medical, 

psychiatric, mental health, or behavioral evaluation, diagnosis, or 

treatment plan by a qualified professional.

• We recommend that you bring specific questions about an individual 

with Down syndrome to their medical and/or therapy providers.

Please Note



1. Understand similarities and differences in the health needs of 
women with Down syndrome compared to women without 
Down syndrome.

2. Identify resources for medical providers to learn about 
women’s health and Down syndrome.

3. Learn strategies to help patients understand women’s health 
topics.

Objectives



• Number of individuals with Down syndrome living in the United States has 

increased.

• Only 5% of individuals with Down syndrome ages 18 and older have access 

to a specialized clinic. Therefore, most adults receive medical care from 

their primary care physicians (Santoro, Campbell, Balasubramanian, 

Haugen, Schafer, Mobley, 2021).

• Additionally, one study estimated that women with Down syndrome 

received substantially less gynecological health care compared to women 

without Down syndrome, and women with Down syndrome received less 

gynecological care compared to other forms of health care.

Support for the Guide



Primary Care Provider’s Guide to Women’s 
Health and Down Syndrome

Download the guide for free on the NDSS website!

https://ndss.org/resources/download-womens-health-guide#:~:text=The%20Primary%20Care%20Provider%E2%80%99s%20(PCPs)%20Guide%20to%20Women%E2%80%99s%20Health%20and


Primary Care Provider’s Guide to Women’s 
Health and Down Syndrome



Down Syndrome Behavioral Phenotype



• Visual learners

• Concrete thinkers

• The “Groove”
• Receptive vs expressive language

• The brain

Common Characteristics in Women with 
Down Syndrome



• Visuals and videos

• Modeling

• Repetition

• Practice

• Social support

• Being as concrete as possible

• Establishing a routine

What Teaching Strategies Work for Most 
Individuals



• No specific recommendations 

for people with Down 

syndrome.

• Vaccine is generally well-

tolerated.

Human Papillomavirus (HPV) Vaccine



• Menarche

• Average age of menstruation is around 12 (Biro, Pajak, Wolff, et 

al., 2018).  

• Similar to women without Down syndrome.

• Period Hygiene

• With support, women can be independent or partially 

independent.

• Period suppression does not need to be the first line of care.

Menstruation



Menstruation (Period) 
Visuals | Adult Down 
Syndrome Center 
(advocatehealth.com)

Menstruation

https://adscresources.advocatehealth.com/resources/menstruation-visuals/
https://adscresources.advocatehealth.com/resources/menstruation-visuals/
https://adscresources.advocatehealth.com/resources/menstruation-visuals/
https://adscresources.advocatehealth.com/resources/menstruation-visuals/


Period Hygiene



Period Hygiene



• Nonsteroidal anti-inflammatory 

agents (NSAIDs) are a first line 

treatment.

• Similar for women with Down 

syndrome and without Down 

syndrome.

• More difficult for a woman with 

Down syndrome to express 

discomfort.

Heavy or Painful Periods



• Up to 12% of women experience these disorders (Hofmeister & 
Bodden, 2016).

• There are no studies comparing the prevalence of these conditions 
in women with Down syndrome. They appear to be as common in 
women with Down syndrome as in women without Down 
syndrome.

• Treatment can include birth control and selective serotonin 
reuptake inhibitors (SSRIs).

Premenstrual Syndrome (PMS) and 
Premenstrual Dysphoric Disorder (PMDD)



• Different methods of birth control

• Period suppression

• Women with Down syndrome and blood clot risk?

• Other considerations

• History of migraines

• Congenial heart disease

Birth Control



• Workup is the same for women with and without Down 

syndrome.

• Check thyroid!

• Treatment depends upon fertility goals.

Polycystic Ovarian Syndrome (PCOS)



Pelvic Exam Social Story | Adult Down Syndrome Center (advocatehealth.com) 

Pelvic Exams

https://adscresources.advocatehealth.com/resources/pelvic-exam-social-story/


• Cervical

• In a study of cancer mortality in people with Down syndrome, no 

mortality due to cervical cancer was reported (Tomsa, Gutu, 

Cojocaru, Gutiérrez-Bermejo, Flores, & Jenaro, 2021).

• No formal cervical cancer screening guidelines specific to women 

with Down syndrome.

• Risk vs benefit.

Cancer



• Breast

• A computer model shows it takes nearly 17,000 mammograms 
to save one life (compared to about 2,200 in women without 
Down syndrome). Due to false negative mammograms, the 
computer model also calculated it would take over 200 biopsies 
to save one life (Alagoz, Hajjar, Chootipongchaivat, et al., 2019).

• There are no formal recommendations for breast cancer 
screening in women with Down syndrome. Notably, there are no 
separate data regarding the risk of breast cancer and screening 
for breast cancer in women with Down syndrome who also have 
a family history of breast cancer. (Rethoré, Rouëssé,& Satgé, 
2020).

Cancer



• Sexually transmitted infections

• One study was found that reported on sexually transmitted 

diseases, and most were statistically less common in people 

with Down syndrome (Maxwell, Watts Belser, & David, 2008).

• Sexual exploitation

• It is important to keep in mind that women with Down 

syndrome have lower rates of sexual activity but higher rates of 

sexual abuse.

Sexuality



• 73% of parents reported their child received sexuality education in the 

classroom setting, primarily a mainstream health class.

• 85% of parents reported previously initiating home-based sexuality 

education, however not with adapted materials.

• Parents understand the importance of sexuality education but lack the 

comfort and confidence in talking about it.

• Parents reported being more hesitant talking to their child with Down 

syndrome about sexuality topics compared to their other children.

Sexuality Education and Down Syndrome



• A freely given “yes”.
• Giving permission.

• Components of consent

• Information

• Because opportunities for sexuality education are more limited or 

ineffectively adapted, people with Down syndrome may not 

understand the vocabulary typically used to assess consent.

• Consider how you ask questions.

• Voluntariness

• The individual gets to decide who and how much someone 

touches and sees their body.

• Ask permission before a physical exam or knock on closed door 

and wait for permission to enter.

Consent



Story_About_Consent.pdf 
(advocatehealth.com)

Consent

https://adscresources.advocatehealth.com/assets/1/13/Story_About_Consent.pdf?2314
https://adscresources.advocatehealth.com/assets/1/13/Story_About_Consent.pdf?2314


• Fertility rates for women with Down syndrome are reduced, but there have 

been many documented cases of women with Down syndrome giving birth 

(Orthmann Bless, & Hofmann, 2020; Parizot, Dard, Janel, & Vialard, 2019).

• Less than half of children born to a woman with Down syndrome have Down 

syndrome themselves (Orthmann Bless, & Hofmann, 2020).

• Women with mosaic Down syndrome are more likely to be able to become 

pregnant (Orthmann Bless, & Hofmann, 2020).

• Sterilization 

• There are legal and ethical nuances around sterilization.

Pregnancy



• The estimated average age of menopause in women with 

Down syndrome is between ages 44 and 46 (Cosgrave, 

Tyrrell, McCarron, Gill, & Lawlor, 1999; Seltzer, Schupf, & Wu, 

2001).

• Many of the same symptoms for women with and without 

Down syndrome.

• The treatment of menopausal symptoms in women with 

Down syndrome is often very similar to the treatment of 

menopausal symptoms in women without Down syndrome.

Menopause

• Women with Down syndrome have a relatively short interval between the age of 

menopause and the potential onset of dementia (Schupf, Lee, Pang, et al., 2018).



Menopause Visuals | Adult 
Down Syndrome Center 
(advocatehealth.com)

Menopause

https://adscresources.advocatehealth.com/resources/menopause-visuals/
https://adscresources.advocatehealth.com/resources/menopause-visuals/
https://adscresources.advocatehealth.com/resources/menopause-visuals/


Menopause



• Osteoporosis is reportedly more common in women with Down syndrome 

than women without Down syndrome (Chicoine, Rivelli, Fitzpatrick, 

Chicoine, Jia, & Rzhetsky, 2021).

• DEXA scans may not be accurate in reporting bone density in women with 

Down syndrome (Tsou, Bulova, Capone, et al., 2020).

• There are few studies that report fracture risk in women with Down 

syndrome (LaCombe & Roper, 2019).

• “There is insufficient evidence to recommend for or against applying 
established osteoporosis screening guidelines” to adults with Down 
syndrome (Tsou, Bulova, Capone, et al., 2020).

Osteoporosis



• Life with Down syndrome is great!

• While there are differences, there are also a lot of similarities in the 

healthcare of women with Down syndrome.

• Lack of specialty clinics mean health care for women with Down 

syndrome is in the hands of primary care providers.

• Health care providers generally lack information to provide accurate 

health care for women with Down syndrome.

Final Thoughts
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Questions?



Post-Webinar Survey



• Primary Care Provider’s Guide to Women’s Health and Down Syndrome
• Three P’s
• Gynecological Exam

• Feminine Hygiene

NDSS Resources

https://ndss.org/resources/download-womens-health-guide#:~:text=The%20Primary%20Care%20Provider%E2%80%99s%20(PCPs)%20Guide%20to%20Women%E2%80%99s%20Health%20and
https://ndss.org/sites/default/files/2024-07/Three_Ps_v05%20%281%29.pdf
https://ndss.org/sites/default/files/2024-07/Gyn_Exam_v05%20%281%29.pdf
https://ndss.org/sites/default/files/2024-07/Hygiene_v05%20%281%29.pdf


• Advocate Health Care Adult Down Syndrome Center Resource Library  

• Boyfriends & Girlfriends: A Guide to Dating for People with Disabilities. By Terri Couwenhoven

• Relationships and Sex Education. Down Syndrome Association (UK). 

• Sex Ed for People with I/DD: Consent. National Council on Independent Living.  

• Sex Ed for People with I/DD: Pregnancy. National Council on Independent Living.  

• What is Sex?: A Guide for People with Autism, Special Educational Needs and Disabilities. By 

Kate Reynolds

Thank You!

Additional Sexuality Resources 

Email: health@ndss.org

https://adscresources.advocatehealth.com/
https://www.terricouwenhoven.com/
https://www.downs-syndrome.org.uk/about-downs-syndrome/lifes-journey/relationships-and-sex-education/
https://www.youtube.com/watch?v=09m9Hv0Ajto
https://www.youtube.com/watch?v=FGY-lQCNl5c&list=PLuEvYNNQ-dHeVhbyeJHx9s8oqsvBk621v&index=7
mailto:health@ndss.org
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