
June 18, 2023

Zoom through 40 years of ME/CFS 
with MassME!



❖ Please stay muted

❖ Put comments in the chat

❖ A recording of the presentation will be posted after the event

While we have done our best to be accurate, we have also been selective in choosing highlights of 

our Association’s and our community’s history.

We apologize if we have made any errors and welcome corrections.

Housekeeping



Susan Buckley
MassME Co-President

Welcome! 





Zoom through 40 years of ME/CFS with MassME!

First Decade: Charmian Proskauer

Second Decade: Phil Chernin

Third Decade: Hayla Sluss

Fourth Decade: Helen McGunnigle

Interview: Jehan Keziere and Ken Casanova



Charmian Proskauer
MassME Past President

First Decade 1983-1992 

Building a solid foundation.
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HOW TO APPLY FOR

SOCIAL SECURITY DISABILITY BENEFITS

IF YOU HAVE

CHRONIC FATIGUE SYNDROME

 With Additional Information on Applying for Benefits 

if You Have Fibromyalgia
 

by Kenneth Casanova
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Second Decade 1993-2002 

National Politics Get Ugly,  But the 
Association Stays Focused on 
Direct Service to Patients and 
Their Families.

Phil Chernin
MassME Co-President
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Lim, Eun-Jin & Ahn, Yo-Chan & Jang, Eun-Su & Lee, Si-Woo & Lee, Su-Hwa & Son, Chang-Gue. (2020). Systematic 

review and meta-analysis of the prevalence of chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME). Journal of 

Translational Medicine. 18. 10.1186/s12967-020-02269-0. 

ME and CFS: Same or Different?
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The Missing Funds Controversy

“the CDC since 1989, secretly diverted money Congress 

had appropriated for research into chronic fatigue 

syndrome and spent it on other programs. An inspector 

general's investigation confirmed in a report released in 

May that as much as $12.9 million approved for fighting 

the little-understood but debilitating disease was 

misspent or undocumented.” Washington Post, August 6, 1999
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 AACFS Conference in
 Boston



Massachusetts CFIDS & FM Association

Disability Handbook





26

Support Groups and Doctor Database



 AACFS Conference in
 Boston



Statewide Lectures and Patient Panels



 AACFS Conference in
 Boston



Hayla Sluss
MassME Board Member

Third Decade 2003-2012 

Struggles and Revitalization!





2003 CFSAC: Chronic Fatigue Syndrome 
Advisory group
CFSAC’s goal was to act as a liason to the Department of Health and Human 

Services (DHHS) and to offer recommendations on CFS.  It included public input 

and interagency coordination including the FDA, CDC, SSA and the NIH. Over 15 

years, the committee made important recommendations including: removal of 

a ME/CFS toolkit from the CDC website that was incorrect, increased funding 

for ME/CFS, improved SS disability access for patients. Some of 

recommendations were eventually followed, such as removal of the toolkit. 

Others were listed as completed but not actually completed.  Members of our 

association attended the meetings and served as advocates. The CFSAC was 

disbanded unexpectedly in 2018, leading to more frustration. 
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CCC and ICC diagnosis criteria

CCC Requires PEM (post exertional malaise)

ICC requires PENE (post exertional neuroimmune 
exhaustion)

recognition can happen hours or days after overexertion

sudden, debilitating
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Helen McGunnigle
Sunday Conversations Team

Fourth Decade 2013-2023 

It’s a New World!
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The Interview

Jehan Keziere interviews long-time member Ken Casanova
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Thank you for zooming with us through the 
decades! 

This was only a brief list of events and activities. 

Due to time constraints, we couldn’t mention all the wonderful 
people involved, 

but we honor everyone who contributed over the years.
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Thank you to the following:

Concept: MassME Board members: Hayla Sluss, Pat Woods, Kathryn Ruhf

Opening/Closing: Susan Buckley, MassME Co-President

Decade 1: Charmian Proskauer, Past President

Decade 2: Phil Chernin, MassME Co-President

Decade 3: Hayla Sluss, Board member

Decade 4: Helen McGunnigle, Sunday Conversations team

Interview: Jehan Keziere, Volunteer; Ken Casanova, Past President, Patient 
Services Coordinator

Slides: Hayla Sluss, Board member

Zoom Production: Ben Erban, Sunday Conversations team
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Help us celebrate our community and history!

The MassME@40 Campaign is gathering stories and documenting our history. 

If you have archival materials, or a story to tell:

contact@massmecfs.org

or go to the ‘Contact Us’ page at massmecfs.org

mailto:contact@massmecfs.org


We are only able to produce this speaker series through 

your membership and generous donations. Thank you!

massmecfs.org/donate

To join the Sunday Conversations team: volunteer@massmecfs.org

massmecfs.org/join



56

No Sunday Conversation in July
Resumes August 20…stay tuned!

Have a good summer!
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