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As   a   sibling,   I   couldn’t   fully   understand   my   mother’s  
consistent  worry   about  my   sister’s   future.  But in our 
early 20s, our mother, Cory Moore, was abruptly diag-
nosed with a terminal cancer; she scrambled for her 
last   two  years   to   set  up  aspects  of  my   sister’s   life   she  
hoped would be eternal.  Perhaps that gave her the 
faith necessary to be able to finally die with peace. And 
before  our  Mom  did  die,  my  sister  would  ask  me,  “Who  
will   be   my   mother   when   Mom   dies?”  My mother 
would  tell  me,  “She  will  get  over  me  before  you  do,  for-‐
give  her.” 
 

And  now  I  have  inherited  my  mother’s  worry.   Now that 
Leslie  has  passed  50  years  of  age  and  I’m  approaching  it  
rapidly, worry sometimes becomes part of my daily 
hours more than I want to admit.  What  happens  if  I’m  
no  longer  here?  If  I  didn’t  love  being  Leslie’s  brother,  it  
would  be  painful   to  say  that   that   I’ve  been  advocating  
for Leslie longer than our mother was able to cash in on 
the gift of being our mom.  
 

One thing my mother made sure to set up was our fam-
ily’s  involvement  with  By  Their  Side.  And maybe that is 
one  reason  I  also  inherited  my  mom’s  faith;  when  I  help  
Leslie make choices, when I make choices, when I set 
up   aspects   of   Leslie’s   life,   when   I   don’t,   when   I   act,  
when I refrain, when I simply want to spend time with 
Leslie, when I want to create all sorts of so-
lutions. By Their Side gives me a sounding 
board, gives me a chance to let someone  
                    (Continued on page two) 
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 In 1965, a small gathering of parents wanted to be sure 
their sons and daughters with developmental disabili-
ties would be remembered after they were gone, and  
formed a group of volunteers to provide holiday and 
birthday cards and occasional visits.  Wow,  how things 
have changed since our very beginning 50 years ago. 
  

In   the   early   1970’s,   the   parents’   group   experienced  
changes in the service delivery system and recognized 
the need for more oversight than volunteers could pro-
vide. With the foresight of such parents as Frederick 
Storm, Marvin Steinberg, the Hon. Gilbert Gude, Joseph 
Hahn,  Jr.,  in  the  1970’s,  and  Jim  Mobley,  Shirley  Carson,  
Cal   Bond,   Dick   Depkin,   Fred   Ederer,   in   the   1980’s,   a  
monitoring and advocacy service was created.  Luanne 
Frebertshauser became our first Social Worker. These 
folks along with others such as Barbara Soth, Randy van 
Dolson, Bill Eicher, Dorothy Baranauskas, Louise 
Michaux Gonzales, Marsha Carow, and Martin Lampe 
propelled us into the 21st century by refining the pro-
gram.  If not for them, and the many others not men-
tioned, By Their Side would not have grown through 
changes in service model, funding structure, and even 
name, to become the flexible, professional advocacy 
service it is today. 
 

 I witnessed many of these changes as I worked 
 with committed Board members for over 27 
 years.  The road has not always been easy.  I                      
               remember many long meetings that required                        
                                 (Continued on page four) 
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By Their Side with partners the Maryland Developmental 
Disabilities Council and Arc Maryland, are pleased to host 
MdSibs2015, a conference for siblings in Maryland.  This 
conference offers tracks for youth, teens, young adults 
and adults.   Highlights for adults:  
 Keynote speaker Don Meyer, a national sibling leader  
 Get   ready:   Learn   about   Maryland’s   complex,   often  

confusing service system, and how to advocate 
 Talk with other siblings who understand your 

experience 
Saturday, October 17, 2015  

at the BWI Hilton in Linthicum, MD.     

Visit www.MDSibs2015 for program and registration 
Don’t  miss  this  exciting  opportunity! 

Last spring, By Their Side began a 
series of meetings to explore 
issues faced by parents planning 
for the future of an only child.    

Many   thanks   to   the   committee’s  
dedicated parents and professionals for their time and 
guidance: By Their Side parents Janet Ciesielski,  Phil and 
Winnie Levinson, Judy Volkman; Eric Cole, parent/Chair 
of the MD Developmental Disabilities Council; Tracy 
Wright, only child/BTS Board member; Angela McNally 
and Jean Doyle, Arc Frederick Future and Estate 
Planning Support Coordinators; Ron Christian, Arc 
Baltimore Assoc. Executive Director for Residential 
Services; Teresa Hall, parent/Service Coordination 
Manager; Andrea Toney-Thomas, parent/Chair, 
ADDPAC; Michele Bruns, Baltimore Co. Department of 
Aging; and Kathy Vecchioni, BTS Executive Director. 

We discovered that many of the pressing issues faced 
by parents of an only child are shared by larger 
families.  Important questions about the future center 
around  
 Living situations, assuring quality of life and quality 

of support services  
 Continuation of advocacy, decision making, and 

support through life transitions  
 Financial planning, identifying a trustee and how a 

professional  trustee will learn about financial 
needs in a timely way 

 Support through loss and grieving when parents 
pass away, and 

 Ongoing support and education for parents. 
   

A collection of over 30 local and national resources have 
been identified to help address these questions.  The 
committee is developing resources to address 
 Planning Beyond the Special Needs Trust                                                           
 An Overview of Transition in Maryland      
 Parent information and networking                                                           
 

We   invite   you   to   join   us   at   By   Their   Side’s   Annual  
Meeting on November 7, 2015, to talk with committee 
representatives about the issues, resources, and 
strategies. 

Ready   to   Get   Started?      Visit   The   Arc’s   new   website,  
www.futureplanning.thearc.org. Practical assistance, 
with  family stories of planning.  And don't miss the  
archived webinars (staff section.) 

Planning for the Future  
of an Only Child (and Those with Siblings!)  
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Maryland is hard at work developing its plan to 
implement the Achieving a Better Life 
Experience Act.  Individuals with disabilities 
will soon be able to start tax advantaged 
savings accounts for specific disability 
related expenses, without affecting their 
benefits. For more information: 
 ABLE Update Webinar, Thursday, November 19, 

2015.    Hear  from  members  of  Maryland’s  Task  Force  
and have your questions answered.  Register at 
www.md-council.org  

 Sign up for updates and offer public comment with 
the Maryland Department of Disabilities 
www.mdod.maryland.gov 

advocate  on  Leslie’s  behalf  when  I  grow  too  tired,  gives  
me a chance to replenish my own belief in myself as an 
advocate for Leslie even when life can, at times, make me 
apprehensive of my biggest skill. 
 
By Their Side has been with me, By Their Side will be with 
me, By Their Side will be with Leslie should something 
abruptly happen to me.  And that gives me the faith nec-
essary to love and cherish each day with Leslie.  Because 
that is the best life blessing I inherited from our mother.  
The blessing that always proves eternal. 
 

Ken Moore is Board Vice President and son of past By 
Their Side Board Members, Cory and Ralph Moore.  

Message from the Board (Cont. from page 1) 
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Contribution Update  
 September 2014 – September 2015 

We  sincerely  thank  our  contributors  for  supporting  By  Their  Side’s  program  and  services.   

“Paul”  met  his  Advocate  Portia  Willis  two  years  ago.    During  their  annual  assessment  visit,  Portia  realized  Paul  needed  
help to rehearse his lines for an upcoming playhouse production.  She worked to assure his residential staff provided 
this  support  but  when  he  told  her  that  wasn’t  working  out,  Portia  started  stopping  by  to  run  lines  with  Paul.    The  play  
was  a  great  success,  and  Portia’s  help  was  appreciated  by  Paul  and  his  sister  “Mary”,  a  strong  advocate  who  lives  out  of  
state.   As Mary worked to address some other concerns from a distance, she thought of Portia and called By Their Side 
to arrange monthly visits.   
 
Ever since, Portia visits Paul regularly, sends update reports to Mary, and follows up on their concerns.  Portia says she 
advocates for things that are important to Paul, and that will make his life better.  She helped clarify steps needed to 
secure  additional  State  funding  when  Paul’s  needs  changed,  including  creation  of  a  Trust  to  hold  assets  that  interfered  
with  Paul’s  benefits.    She  helped  clarify  Paul’s  diet  so  he  enjoys  greater  variety  in  his  snacks,  and  with  her  support,  he  is 
also  happy  that  “going  out  for  dinner”  once  again  means  eating  in  restaurants  rather  than  having  take  out.    Paul  says  he  
likes Portia because she listens to him, and he thinks she cares about him.   We agree.  
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lots of patience and determination by the Board as they made the crucial changes needed to secure the future of 
the organization. Right now several of you are laughing and remembering some of these heated discussions.  But 
through it all, solutions were achieved and friendships remained.                                             
 

The hardest part of retiring was leaving the families I became so close to over the past 30 years.  My heart aches 
every  time  I  hear  of  a  By  Their  Side  member  passing.    But  I’m  convinced  that  the  dedication  of  their  Advocates  im-‐
proved the quality of life for so many.  As any parent knows, advocacy is a never ending job.  I have seen it take a 
year or more to get the services needed by an individual and thought – great  we’re  good  to  go.    However,  change  is  
inevitable so what we thought was the best solution may again need a new resolution.  One woman we served 
needed a new home with a different type of support because she was prescribed so much medication to keep her 
stable that she could not talk.  We worked closely with a provider and DDA to arrange a home with around-the-
clock staff, and within 2 months, her medication was decreased.  My greatest joy was the day her staff helped her 
call me; she said my name, then sang a song her mom had taught her when she was young.  In the 10 years since, 
she has needed to change homes several times, not easy for her but always with our support.   
 

Yes, By Their Side has grown from the original vision of volunteers who provided a card, gift, 
or visit.  Professional Advocates help find solutions for changing needs, are a familiar visitor 
for someone in a hospital or nursing home, and monitor the need for items or services that 
may have simply slipped through the cracks.  I am proud to have been part of such a wonder-
ful organization and know that with its present leadership, By Their side will remain a part of 
the lives of its members now and in the future. 
   

INSIDE:  BY  THEIR  SIDE’S    ANNUAL  MEETING  INVITATION 

50 Years— From Then To Now     (Continued from page 1 ) 



 
 

 
 
 
 
 

  
       CELEBRATING    1965       FIFTY YEARS! 
                                            2015                                                       
    YOU’RE INVITED  

 
Date:             Saturday, November 7, 2015 
Time:             11:00 am – 3:00 pm, with buffet lunch at 12:30.    
                          Program begins promptly at 11:00, please note new time. 
Place:          Olive Grove Restaurant 
                                  705 North Hammonds Ferry Road, Linthicum, MD 
                            Buffet	  lunch	  featuring	  Olive	  Grove’s	  famous	  Crab	  Cakes,	   
                                         Shrimp Scampi, and Grilled Chicken Lemonato       
Cost:     $20.00 per person 

                                                                                          
             
    The Program     Celebrate the Journey and Plan for the Future 
 
       A Look Back, and into the Future 
                      In the 50 years since parents at Arc Maryland conceived of By Their Side, the Maryland service system has  
                      changed considerably.  Ms. Marchand offers a look back, a view of current trends and future initiatives, 
                      and how families can help. 
                                     Speaker: Cristine Marchand, Executive Director, Arc Maryland 
 
        Planning for the Future of an Only Child (and Those With Siblings!) 
             Learn the results of our parent and multi-agency work group as panelists discuss the issues  families face,         
                     resources, strategies, and new avenues to explore. 

                   Panelists: Judy Volkman, Winnie Levinson, and Janet Ciesielski; Parents 
                     Ron Christian, Associate Executive Director for Residential Services, Arc Baltimore 
                     Jean Doyle, Support Coordinator for Future Planning, Arc Frederick               
                     Kathy Vecchioni, Executive Director, By Their Side 

   
Directions from Baltimore      From I 695, take Exit 8B for Hammonds Ferry Rd towards MD 168/Nursery Rd.   
                                                                   Turn Left  onto N Hammonds Ferry Rd.  Restaurant will be on the Right. 
Directions from Washington  From Balt Wash Parkway/295, take W. Nursery Rd exit. Keep left at fork, turn L onto W Nursery Rd.   
                                                                   Turn Right onto N Hammonds Ferry Rd.  Restaurant will be on the Right.   

 _ _ _  _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  

                            Register by Monday November 2 or call By Their Side.  Guests are always welcome. 

Name (s) __________________________________________________________                __________________________________________________________ 

                  __________________________________________________________                 __________________________________________________________      

Address: ________________________________________________________________________________________________ Ph:_________________________ 

Registration enclosed ($20/person):  ___________      Meal Restriction:  __________________________________________________________        

I	  would	  like	  to	  make	  a	  donation	  in	  honor	  of	  By	  Their	  Side’s	  50th	  Anniversary:	  	  	  	  _________________  
 

Mail to:   By Their Side    7215 York Road, Suite 352     Baltimore, MD 21212                                                
443-279-1234       info@bytheirside.org 

By Their Side is a 501(c)(3) charitable organization funded by families who select their advocacy services.  Contributions are tax deductible. 



 
 


