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									PDF's Women & PD Survey

 

Take PDF's survey on the specific experiences of women affected by Parkinson's.

 

Share Your Thoughts
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“Working with PDF’s Parkinson’s Advocates in Research program, I’ve met other people — folks living with PD, care partners, scientists doing research, clinicians —

who are asking these same questions [about women and Parkinson’s disease]. Together, we’ve begun investigating ways to understand and end inequalities in research

and treatment, and to better meet the needs of women. The Women and PD Initiative, which we’re launching with a Summit in spring 2015 — is a first step toward connecting the power of our vision, energy and resolve to change this situation.”

Robin Morgan, PDF Research Advocate.



 

[image: Karen Smith]

 

“Women typically fulfill many roles within their lives … everything from super mom, holiday organizer, caretaker for both aging parents and grandchildren, while managing a household and a career. Despite living with PD, the expectations for women often remains the same. The complexity of managing our commitments along with living with a chronic progressive disease can be overwhelming. We are launching the first PDF Women and PD Summit so women have the chance to come together with others who are traveling the same path. Our hope is for each woman to leave the Summit with a new cache of life-enhancing skills that she can share with women in her own community.”

Karen Smith, Vice Chair, PDF People with Parkinson’s Advisory Council, PDF Research Advocate.



 

Share Your Thoughts

 

Coming in Spring 2015

The PDF Women and PD Summit will bring together women leaders in the Parkinson’s community to explore specific challenges faced by women with Parkinson’s and to empower those leaders to develop women-centered retreats in their own communities.
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“We need to fix inequalities in research for everyone living with PD who hopes for more effective treatments.”

 

Allison W. Willis, M.D.

Faculty member, PDF Parkinson’s Advocates in Research program; Assistant Professor of Neurology, University of Pennsylvania.

 

								

								
 
							
 					

			
 
			
			

			
				

			
				Women & Parkinson�s Disease: Understanding this Specific Journey

							
 
				
				By Robin Morgan

[image: Women and Parkinson's Disease]Astonishing characteristic, human adaptability. Four years into the diagnosis, my living with Parkinson’s disease (PD) feels normalized. Yet as a writer and activist in social justice issues, especially the global Women’s Movement, I’ve found myself

asking questions not only about my own diagnosis, but also the particular impact of this disease on women in general. In asking these questions — of scientists, doctors, people with PD and care partners — it’s become clear that we need to better understand and address the realities of women with Parkinson’s disease.

Why? Because with Parkinson’s, women and men have different needs and experiences. We can see this in the growth of same-gender support groups, in which a person may feel more comfortable discussing intimate details than in a mixed female-male group. We can see it in facts coming to light about differences in women’s symptoms, side effects, care and participation in research.

We are beginning to glimpse that understanding how PD affects women differently from men is critical to better meeting the specific needs of women — and of men.



The PD Experience(s)

We all know that Parkinson’s disease can be very different from one person to the next. But did you know that some of these differences may be due to gender? For instance, current numbers indicate that women are slightly less likely to get the disease (though it’s conceivable that limited access to specialist care may partly explain lower reported rates among all women; this needs study).

When it comes to the disease presentation, women seem to show delayed onset of motor symptoms. And there’s some evidence that women are more prone to depression and medication-associated dyskinesia. Women with PD tend to have more difficulty than men with daily activities, like walking and getting dressed, but show less cognitive impairment and are less likely to show behavioral problems (e.g., wandering, physical and verbal abuse). There is also initial evidence that men and women have different responses to medications — but whether estrogen, as evidence seems to show, or other factors are responsible is still a question.

Are there other differences we haven’t yet identified?



Care and Caregiving



When it comes to medical care, women are 22 percent less likely than men with PD to see a neurologist. Studies show that seeing a neurologist can significantly improve care, so women may well suffer as a result.

What about caregiving? We know that with a diagnosis of PD, the entire family is affected. In all societies, women are often the “tent poles” of the family. If a family member falls ill, a woman is likely to become the primary caregiver. Caregivers in the US — of the young, the sick, the elderly, and the dying — are overwhelmingly women. In light of limited government support, how are we helping women whose relatives live with PD?

And what if a woman herself gets sick? Many women with PD have supportive partners. But studies across other disease areas indicate that women who become ill may be at risk of finding themselves without a partner. A recent study done by Amelia Karraker, Ph.D., and Kenzie Latham, Ph.D., found divorce among older couples rises when the wife — but not the husband — becomes ill. Another by Michael Glantz, M.D., focusing on cancer and multiple sclerosis, found a six-fold increase in risk for divorce or separation when the affected spouse was the woman.

Does every woman with PD need to worry about divorce? No. And it’s important to note that the studies don’t tell us why couples separate or who initiates the separation. But the research points to patterns that must be explored in PD so we can support affected families.



Research and New Treatments

Historically, women have been underrepresented in clinical trials. One example is heart attack research. Early studies of heart attacks used only male participants, operating under the assumption that women rarely had heart disease. Heart attack symptoms are notoriously vague, and assuming women do not get them made it even harder for women to get diagnosed. Because the Women’s Movement protested, women were finally factored into the research. When they were, assumptions were proved false — today, we know that the leading cause of death for US women is heart disease, as it is for men.

The presence of women in research has improved since the National Institutes of Health (NIH) policy in 1986 that supposedly would correct any imbalances — but not enough. And this imbalance may well be having an impact on the development of new PD treatments for everyone.

Previous to the 80s, participants in nearly all research studies had been male, it being assumed that women were simply “small men,” who would react in similar ways to experimental medications (a dangerous assumption, as we’ve learned). Rationales for the inequality included the perceived complexity of recruitment and inclusion of women in studies; the necessity to protect a woman and her potential fetus from harm from experimental treatments (and thus avoid liability); and the difficulty of studying treatments in light of women’s hormonal changes.

Fortunately, further research, including that done by the Society for Women’s Health Research, blew holes through these excuses, pointing out that including women in clinical trials improves the studies. The presence of women helps scientists develop more targeted treatments. We also learned over time — the hard way — that leaving women out of research has serious consequences.

Without women in clinical studies, scientists have no idea how we might react differently to medications. The FDA recently instructed women to cut doses of the

sleeping pill Ambien in half, because new research shows women metabolize the active ingredient more slowly than men. A recent PD study called SURE-PD shows the implications for both genders — women benefitted from an experimental treatment, urate, but men did not.

Last, there’s the [il]logic that excluding women from research into experimental treatments protects us from potentially dangerous consequences to the self or a potential fetus, which might be a concern, in the case of PD, for women with early onset disease (two to five percent of people with PD). But this excuse simply delays our risk until a drug is already on the market. It’s simply vital to include women in studies, so we can understand how a woman’s physiology determines her treatment.



A Time for Change

Until quite recently, the particular needs of women — half the human species and 51 percent of the US population — whether as people with PD or care partners, has not been fully understood. This is not an abstract issue, or political rhetoric. We have only begun to do the serious, gender-inclusive research necessary to understand differences between men and women in disease and treatment, which ultimately can benefit both.

There are heartening signs of change, though. Many studies now analyze their data for different responses between women and men. The NIH recently mandated that in the earliest stages of research (before clinical trials) scientists must test theories on female as well as male lab animals and cells. And women now comprise half the participants in clinical research funded by the NIH.

But we still have work to do — the NIH studies represent only 23 percent of research. Women are still underrepresented in the other 77 percent of research, that’s done by drug companies and medical-device manufacturers. And while some studies are looking at gender differences, they often leave this analysis out of their published papers.

What, then, can we do? As a woman with PD, I find myself adapting to personal changes — but as a writer and an activist, I can never adapt to inequalities, including those in research or care. Since such inequalities affect the basic ways we have regarded Parkinson’s disease — that’s a call to action.

Working with PDF’s Parkinson’s Advocates in Research program, I’ve met other people — folks living with PD, care partners, scientists doing research, clinicians — who are asking these same questions. Together, we’ve begun investigating ways to understand and end inequalities in research and treatment, and to better meet the needs of women. We’re just getting started, and we need and welcome your participation.

One place to begin would be taking PDF’s survey here, to help us understand the specific experiences of women with PD. Please contribute, whether you are a women living with Parkinson's disease, a care partner to a person living with Parkinson's disease or a health professional working with women who live with Parkinson's disease. Another idea might be contacting PDF about its Women and PD Initiative, which we’re launching in spring 2015 (see box at top right) — a first step toward connecting the power of our vision, energy and resolve to change this situation.

We can educate ourselves on the subject and explore it with family and friends. We can discuss it with colleagues, form support groups, send letters to the editor, write drug companies urging gender-inclusive research, challenge medical professionals, and encourage women we know to get the specialist PD care they need. Each of us can help transform consciousness and make women visible in Parkinson’s disease.

One thing is certain: if we think we can solve half of a disease for half of the population, we all suffer.

Robin Morgan is the author of 22 books and host of “Women’s Media Center Live with Robin Morgan” (WMCLive.com and iTunes).
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