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Research before YOPD
diagnosis




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

, VWDUWHG ORRNLQJ XS ZRPHQ DQG 3DUNLQVRQTV
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.
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Silver linings

1. :RPHQYY 5HVHDUFK

2. PD Avengers wellness co-chair
3. Local Community
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The silver linings of Parkinson’s disease
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The concept of a “silver lining” Go to: *»

The English phrase “There is a silver lining in every cloud”, derived from John Milton’s famous poem,
means that a positive element may be found in every misfortune we experience (Fig. 1). This
approach might be applied to Parkinson’s Disease (PD) and other chronic diseases causing
disability: a positive attitude and appropriate management, aiming to enhance the preserved
capabilities and to resiliently adapt and adjust to the new challenges, may help maintain and even
increase the perceived quality of life’~%, However, usual healthcare is focused on the negative
aspects of disability, and both clinicians and people affected with PD may be unaware that the
attitude towards a disease and the adequate development or enhancement of coping strategies may
play an essential role in prognosis and outcomes.
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Silver linings- :RPHQYV 5HVHDUEFK

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

2. :RUOG 3DUNLQVRQYV &RDOLWLRQ

3. 3" $YHQJHUV :RPHQ ZLWK 3DUNLQ\




O\ JURXSTV UHVHDUEFK

8VLQJ WKH VHDUFK WHUP \RXQJ RQVHW 3DUNLQVI
papers. Out of a sample of the first 100 papers, only 71% discuss YOPD.
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Women are affected at similar levels as men, yet they are not well

represented in the literature. Gaps in the Literature for YOPD Women
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This is problematic. Men
DQG ZRPHQ DUHQﬂW W

same physiologically and 50
drug processing may not
be the same. 25

lum__.

Plus the impact of
h O rm 0 n e S IS u n kn Own YOI\IQ’%[}I.I%’]PD h(gggg(e? Tvgmg? Me%lsstﬁ’:blzf‘lon Pg;ﬁgﬁiy

differenczs



Problems with menstruation are

Gaps in the Literature for YOPD Women not well-studied or acknowledged.

100 Anecdotal evidence show that
periods either impact the efficacy

75 of PD medications or exacerbate
PD symptoms.

50 ) )
This is mostly anecdotal. There are

N very few studies we found that
mention this, though there are
multiple questions weekly in social
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Written by women who have walked that path.

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



“It’s easy to spot a difference. When Spotlight YOPD was

founded as the first dedicated charity for young onset, we knew
that our community was different. And within that community,

we knew women had their own experiences.

It'’s only when you chat with other young women with
Parkinson ‘s that you realise how much you have in common.



Positivity and Perspective
A positive attitude can help anyone shift the way they think. Evidence suggests that we can
change how our brain is wired by teaching ourselves to find positivity.

Learning ways to keep thoughts from focusing on negativity is important. Learning ways to
redirect thoughts can impact one’s mood. Focusing on what one can do, meditating, calling a
friend, or exercising, can be ways to change the direction of one’s thinking.

Martin Seligman is one of the leaders in positive psychology, and his group shifted their research
from looking at what went wrong to what people were doing when they were doing well. They
found that people who had a regular gratitude practice were overall more positive. By writing
down three things they’re grateful for daily, participants increased their overall happiness and
well-being by 25%.

Data show that keeping a gratitude journal for one week can increase well-being for six months
(Seligman, 2011). We challenge all YOPD women to see what keeping a consistent gratitude
practice can mean for them.

Another way people with YOPD stay positive is through community involvement. Many people
with YOPD help maintain a positive mindset by playing an active part in advocating for change.
Being dr' service to others can provide an opportunity to think of something other than a disease

and find perspective in how others live. Everyone has something to contribute! Help and support
are crucial to developing new therapies.



Participation

A critical part that we all can play in both learning more about Parkinson’s and how it impacts
women is by participating in research and discussing our unique symptoms with our healthcare
teams. We must be a part of the knowledge gathering and show up for opportunities to raise our
voices.

Only we can be a part of the solution.
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Where to find the surveys

www.michaelifox.org>Take Action>Join a Study
Ok 410

Fox Insight

Our online clinical study collects self-reported data to learn

more about life with Parkinson’s.

People with and without the disease can participate

Complete online questionnaires

h

Register for Fox Insight A

Experiences of Women Living with PD - Experiences of Women Living with PD - Menstrual

Female Health and Home Life History, Pregnancy, Fertility, and HRT
Dne Time Survey Release date TBD

Experiences of Women Living with PD Avengers Women and PD Working Group +Dr Soania Mathur, Dr Kristi

PD - Pre, Peri, and Post Menopause 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 Disc
Specialists or Neurologists (79%)
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Self-image is negatively impacted by PD
Motor symptoms have the greatest impact
Socialization is negatively impacted as well
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Abstract. There is a fundamental gap in knowledge in how Parkinson’s disease manifests and affects women throughout their
hormonal life cycle, resulting in unmet needs and adversely impacting women's quality of life. A set of questionnaires was
developed and deployed through Fox Insight (open access) to address these issues by gathering data. This is the data from
the first survey. The data from the questions regarding self-image were striking. 61% of women report that their Parkinson’s
disease negatively impacts their self-image. Here we explore the negative impact of Parkinson's disease on women to begin
to fill the gaps in knowledge.

Keywords: Hormones, life-stage. menopause, Parkinson's disease, peri post- pi self-
image, women




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

DLP WR HGXFDWH DQG EULQJ DZDUHQHVYVY WR KHOS SHRSOH
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/lreland),
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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How to get Involved

Sign up at Help for Signup to be a Become a PD

PD to stay informed volunteer Avenger

on local events and patient at RCS

resources for PT and OT

https://www.helpforpd.org 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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