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Research before YOPD 
diagnosis 



After my diagnosis, I realized I have a lot of skills that could be useful.

�,���V�W�D�U�W�H�G���O�R�R�N�L�Q�J���X�S���Z�R�P�H�Q���D�Q�G���3�D�U�N�L�Q�V�R�Q�¶�V���G�L�V�H�D�V�H���D�Q�G���\�R�X�Q�J���R�Q�V�H�W���D�Q�G��
found that there was quite the gap in representation of women. And when it 

came to hormones, the information was a chiasm, not even a gap. 

�6�F�L�H�Q�F�H���L�V���P�\���³�V�X�S�H�U�S�R�Z�H�U�´�������:�K�D�W���L�V���\�R�X�U���³�V�X�S�H�U�S�R�Z�H�U�´�"
.
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Silver linings - �:�R�P�H�Q�¶�V���5�H�V�H�D�U�F�K

1. My research group started to investigate publications 
using the search term YOPD.

2. �:�R�U�O�G���3�D�U�N�L�Q�V�R�Q�¶�V���&�R�D�O�L�W�L�R�Q���<�2�3�'���:�R�P�H�Q
3. �3�'���$�Y�H�Q�J�H�U�V���:�R�P�H�Q���Z�L�W�K���3�D�U�N�L�Q�V�R�Q�¶�V���*�U�R�X�S



�8�V�L�Q�J���W�K�H���V�H�D�U�F�K���W�H�U�P���\�R�X�Q�J���R�Q�V�H�W���3�D�U�N�L�Q�V�R�Q�¶�V���G�L�V�H�D�V�H���\�L�H�O�G�H�G���a��������
papers. Out of a sample of the first 100 papers, only 71% discuss YOPD. 

The search was ordered 
�E�\���W�K�H���P�R�V�W���³�U�H�O�H�Y�D�Q�W��
�S�D�S�H�U�V�´��

�0�\���J�U�R�X�S�¶�V���U�H�V�H�D�U�F�K��



This is problematic. Men 
�D�Q�G���Z�R�P�H�Q���D�U�H�Q�¶�W���W�K�H��
same physiologically and 
drug processing may not 
be the same.

Plus the impact of 
hormones is unknown.

Women are affected at similar levels as men, yet they are not well 
represented in the literature.



Problems with menstruation are 
not well-studied or acknowledged. 
Anecdotal evidence show that 
periods either impact the efficacy 
of PD medications or exacerbate 
PD symptoms. 

This is mostly anecdotal. There are 
very few studies we found that 
mention this, though there are 
multiple questions weekly in social 
media groups.

Katherine Florian, Diandra Hennessy, Alexandria iglesia, Britney Merwin,and Kate Murphy



My 
Carbidopa/Levodopa 
�G�R�H�V�Q�¶�W���Z�R�U�N���D���I�H�Z��

days before my 
period.

Why are my motor 
symptoms so bad 
during my period?

Why 
�D�U�H�Q�¶�W���P�\��

meds 
working?

I shuffle 
during my 

period. 

Am I 
crazy?

My care team says 
that my meds not   
working during my 

period is 
�L�P�S�R�V�V�L�E�O�H�«

Why is my 
neurologist 
not listening 

to me?

My walking 
is terrible 
during my 

period.

Ugh, my 
tremor.

�,���F�D�Q�¶�W���V�W�R�S��
sweating. 

�³�,�¶�P���J�U�D�W�H�I�X�O���W�K�L�V���I�D�F�H�E�R�R�N��
�<�2�3�'���Z�R�P�H�Q�¶�V���J�U�R�X�S��

�H�[�L�V�W�V���´
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Gaynor Edwards, Maria De Leon, Kat Hill,Kristi LaMonica, Joy Milne, Annelien Oosterbaan, Josefa 
Domingos, Maria Carmo Bastos, Mie Maruyama, Rachel Agwu with support from Polly Dawkins and Danielle Agpalo 
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Where to find the surveys
www.michaeljfox.org>Take Action>Join a Study

Experiences of Women Living with PD - Menstrual 
History, Pregnancy, Fertility, and HRT 

Release date TBD

PD Avengers Women and PD Working Group �±Dr Soania Mathur, Dr Kristi 
LaMonica, Kat Hill, Helen Matthews , Richelle Flanaghan, Gaynor Edwards, 
Diane Bramble, Joy Milne, Shilpa Rao, Sabela Avion, Dr Perdita Barran, Dr Tash 
Fothergill-Misbah, Dr Annelien Oosterbaan, Dr Ignacio Mata, Dr Annette Hand

http://www.michaeljfox.org


Some Survey Results

The good news-
Overall, most women are receiving preventive care screenings such as regular pap smears, 
mammograms, bone density scans, and routine blood work (Vitamin D, B12)

The bad news-
Women are not being asked about menstrual cycles and menopause by their Movement Disorder 
Specialists or Neurologists (79%)

�•�ñ�ì�9���}�(���Á�}�u���v�����}���v�}�š�����Œ�]�v�P���µ�‰���š�Z�����š�}�‰�]�������������µ�•�����š�Z���Ç���(�����o���š�Z���Ç�����Œ�������]�•�u�]�•�•�����U���š�Z���Œ�����]�•�v�[�š��
�š�]�u���U���}�Œ���š�Z���]�Œ�����}���š�}�Œ���]�•�v�[�š���l�v�}�Á�o�����P�������o��

Self-image is negatively impacted by PD
Motor symptoms have the greatest impact
Socialization is negatively impacted as well





Silver linings - PD Avengers wellness co-chair

1. Symptoms Resources 
2. Universal support group guide





One of the goals of the wellness committee is to provide resources for 
people with Parkinson's in low income and middle income countries. We 
�D�L�P���W�R���H�G�X�F�D�W�H���D�Q�G���E�U�L�Q�J���D�Z�D�U�H�Q�H�V�V���W�R���K�H�O�S���S�H�R�S�O�H���Z�L�W�K���3�D�U�N�L�Q�V�R�Q�¶�V���O�L�Y�H��
better.



Tash Fothergill-Misbah, Tim Hague, Carolyn Wilson, Jenny Tuccitto, Kat Hill, Richard Underwood, 
Harshini Rallapalli, Jillian Picarillo, Denise Coley



Silver linings - PD Avengers wellness co-chair

1. Symptoms Resources 
2. Universal support group guide



Kristi LaMonica (USA), Tash Fothergill-Misbah (UK), Ana Maria Tamayo (Peru), Mary Agoriwo (Ghana), Raymond Feeney (Peru/Ireland), 
Momodou Cham (Ghana), Peter Masese (Kenya), Jared Okeno (Kenya), Clemie Alvarez-Pizzillo (USA/Ecuador)



Silver linings - Local Community 

1. LSVT-Big
2. Support group for women 



Utilize contacts at LSVT 
to organize certification 
for PT and OT graduate 
students
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Sign up at Help for 
PD to stay informed 
on local events and 
resources 

https://www.helpforpd.org

Sign up to be a 
volunteer 
patient at RCS 
for PT and OT

How to get Involved

Become a PD 
Avenger

https://forms.gle/CGUivt7BkbQ6eBt98 https://www.pdavengers.co
m/become-a-pd-avenger



Thank you!



Contact

Kristi LaMonica, PhD

Associate Professor of Biology and Health Sciences, RSC

Ambassador, Davis Phinney Foundation

Co-chair Wellness Committee, PD Avengers

kristi.lamonica@gmail.com
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