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A History of Siblings at AHRC New York City 
By: Marilyn Jaffe-Ruiz 

In the early 1980’s siblings Selma Miller, Bonnie Cohen, Kathryn Edmundson and Marilyn 
Jaffe-Ruiz [the writers of this piece] came together under the tutelage and with the support of 
Dr. Jack Gorelick, then Associate Director of AHRC New York City. 

Jack had the foresight to understand that siblings of people with intellectual and 
developmental disabilities (I/DD) were confronting many difficult decisions as to what role they 
should and would have in the lives of their brother or sister. Many siblings had parents who 
were aging, and they themselves were emerging as adults seeking to develop families and 
careers of their own. What responsibility did they have to their brothers and sisters with 
ID/DD? Their families had given birth to a child with a disability during the 1940’s and 1950’s at 
a time when the knowledge, support, resources and stigma were very different from today. 
Many siblings spoke to Jack about their concerns; death bed promises, guilt, anger, fear, 
anxiety, responsibility, worry, frustration, and love that infused their day to day experience. 

A word about Jack: He is currently 97 years old, alive and well. He recalls that his desire 
to help siblings came from his experiences as a community organizer, a self-described 
communist, and a navy corpsman. Jack always marched to the beat of a different drummer.  

We siblings went to Jack for support and he was struck by the number of us who, for 
instance, said we had made death bed promises to our parents promising that we would take 
care of our brother/sister with I/DD forever and then found that we were not able to do so, nor 
did we necessarily wish to do so. Some spoke about a spouse/partner who objected to the 
involvement of the sibling with the disability in the life of his or her brother or sister. Some 
spoke about the fine line between supporting and encouraging the sibling with a disability to be 
as independent as possible and yet still meeting the responsibility of being a caretaker. Others 
spoke about their worries that they had a genetic vulnerability and that they would give birth to 
a child with a disability themselves if they were to have children. Still others spoke about their 
concerns regarding when to tell a perspective life partner about the sibling with a disability. 
Jack believed in us and often took us with him to speak at various conferences and meetings to 
educate others to the needs, desires and experiences of siblings. 

To support those expressing a desire for a community, Jack helped organize a Sunday 
group in the AHRC New York City boardroom where he provided refreshments and let us in. 
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Though initially he sat in on the group, he referenced many times that he would not get in our 
way and soon he left us to be by ourselves. He seemed to know that while meeting one another 
was therapeutic, it should not be a therapy group led by a clinician. He was forward thinking 
and understood that resilience was best supported by empowerment.  

In addition to the four people who began the group, others -- most often sisters -- 
joined. It was good to meet more people facing similar issues. Some of us had never knowingly 
met other siblings and this was a safe space to voice our fears and anxieties, anger and worry, 
and our love and commitment. 

The Sunday group went on for many years and for a while began to meet in each other’s 
homes. An obstacle to our efforts at that time was the fact that several AHRC New York City 
Board members were somewhat uncomfortable with our efforts. Two Board members who 
were very supportive were the late Betty Pendler, and the late Charlie King, both parents of 
children with developmental disabilities who also had typical children. But many other parents 
criticized the use of the word “sibling”, preferring to say “brothers and sisters”. Other parents 
feared that we siblings were stirring up a hornet’s nest of things better left unsaid. And, to be 
honest, others probably feared that if we siblings gained strength, they would lose some of 
their control or their reliance on us to be there when needed. As one parent said, “Parents are 
always there, sisters and brothers can walk away.” 

Jack’s advocacy on behalf of siblings meant he often had to take on other staff, 
administrators and parents who did not share the view that siblings needed to have any special 
support. Over time the essentialness of siblings became apparent and the AHRC New York City 
Board supported the creation of first an ad hoc Sibling Committee, and later, a standing 
committee. The organization even hired a Sibling Coordinator. This gave legitimacy to the needs 
for sibling support. Still later, SibShops were developed in other parts of the country for young 
children to come together with others who have a sibling with I/DD in their family and AHRC 
New York City began to follow this model and run SibShops. 

The Sibling Committee has become a powerful voice at AHRC New York City. It has 
sponsored fund raising efforts and supported the Helen and Jack Gorelick Scholarships given 
each year to young adult siblings in support of their educational efforts. Jack Gorelick and his 
wife Helen are still helping by funding these special scholarships. 

The original support group and what followed were transformative for us siblings in 
those early years and for many more in the subsequent years. We struggled with stigma, 
jealousy, resentment, worry, guilt and love. During the time when group homes and community 
programs were evolving, siblings found strength in sharing and in learning how to collaborate 
with professionals in planning for our brothers and sisters, forging our own identities and 
relationships in the world. We attained achievements in our careers, and some of us raised 
children. Several of us took on leadership roles on the AHRC New York City Board. It was a 
magical time in the history of developmental disabilities, we are grateful .to have been and to 
continue to be a part of this important history. 
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Personal Features 
Editor’s Note: the next two pieces were submitted by siblings who read the first issue of Sibling Matters, 
and wanted to share their stories.  We were excited and honored to receive these submissions, and we 

look forward to more in the future. Please send all submissions to kate.isenberg@ahrcnyc.org.  
 

Next Steps Unknown 
By Margie Halpern  

My father was 89 years old when he died, 5 ½ years after my mother passed away 
suddenly.  Although my mother had provided the lion’s share of the care for my older sister Janet, who 
has Down Syndrome, my father gamely took over and cared for Janet until the day he died.   My parents 
made me trustee for a Special Needs Trust my father established for Janet, but they never intended that 
I assume responsibility for her care when they were gone.  Unfortunately, they never shared with me 

Congratulations to the 2016 Winners of the Helen & Jack Gorelick 
Scholarship! 

The winners of the 2016 Gorelick Scholarship were announced this year at the AHRC New York City’s Annual Meeting on June 5, 
2016. The three winners are all siblings of someone with I/DD: 

Kristina Kuhen: Kristina an older sister with a disability.  She has lobbied in Albany to make therapy  
more affordable for people with disabilities, and she is currently in school to become an Occupational  
Therapist. 
 
 
 

Michael Picone: Has a younger brother with a disability.  He is currently enrolled in a Master’s      
program in Special Education at the College of Staten Island, and plans to become a special       
education teacher. 

 
 

Kristine Veret: Kristine has a sister with autism.  She already works in direct support and is  
pursuing a career in special education so that she can continue to help families like hers. 
 
 

You can help inspire more siblings to pursue careers in the field of I/DD!  
 

Donate to the Helen & Jack Gorelick Scholarship fund today through the AHRC NYC Foundation. 
Simply go to the Donate Now page, select “Other” in the Designation drop down menu, and write “The 

Helen & Jack Gorelick Scholarship Fund” in the text box that appears. 
Alternatively, you may call the AHRC NYC Foundation at 212-780-2690. 

mailto:kate.isenberg@ahrcnyc.org
https://donate.ahrcnycfoundation.org/donate-today
https://donate.ahrcnycfoundation.org/donate-today
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the details of her future guardianship or how her new living arrangements were to be implemented—in 
fact my father once told me (Janet’s only sibling) that those details were “none of my business.”   

As my father’s health deteriorated, I started making phone calls to try to figure out how I would 
affect Janet’s transition into group home living.  I had a couple of names and telephone numbers from 
my father, but I really did not know whom to call.  Having lived in the Washington DC area since moving 
there for graduate school in 1976, I was woefully ignorant about the critical people in my sister’s 
life.  After several calls, I connected with my sister’s Medicaid services coordinator (I had not known that 
such a person existed), who helped me interact and communicate with AHRC on our situation and my 
father’s rapidly declining health.  My sister had trial visits to two AHRC group homes—the second, as it 
turned out, the night before my father died. 

I learned that my father had collapsed in his doctor’s office and been taken to the hospital from 
the visiting nurse with the home care agency that had provided him with assistance for a few 
months.  From what she said, it was clear that my father was not going to survive.  She asked if I wanted 
the home care aide to stay with him at the hospital or go home, to be with Janet when she got back 
from her workshop.  I asked her to arrange for 24-hour care for Janet until I could get up to New York 
from Virginia.  And I called AHRC.   

So, in crisis, I buried my father and, a few days later, helped Janet move into a wonderful AHRC 
group home in Manhattan.  I was overwhelmed by the compassion and skill of the staff.  Many people 
correctly said to me, “Oh Margie, we’re so sorry for your loss…but your sister!”  And it is true:  I went 
home to my job and my home, while Janet’s whole life changed.  Unfortunately, just a few months after 
moving into the AHRC residence, my sister had a medical crisis from which she never fully 
recovered.  After a long stay in intensive care and then a long stay in a nursing home, a space opened up 
in one of the AHRC facilities for medically fragile individuals requiring skilled nursing care.  Janet and I 
are benefiting from AHRC’s determination to care for their population until the end of life.  I could not 
be more in awe of the staff at the Bloomberg Apartments in Queens or more grateful for the wonderful 
care that Janet is receiving.  I hope that this will be her final home. 

I wish that Janet had moved into residential living while my parents were alive to help her make 
the transition.  I wish I had known many, many years ago that AHRC offered support for siblings.  I wish I 
had understood a lot more, a lot sooner, about Janet’s future.  
 
 

Leaving the Nest—and Coming Back In 
By Ariam Alula 

My shoulder moves in closer to my brother's. We hug. I’m home for the first time in five, 
long months. Now, physically present, I make sure I do this every day because my brother misses 
me and because it feels good to know someone is waiting to embrace me after an eight-hour shift 
on top a two-hour subway commute from The Bronx to lower Manhattan.  

This kind of sibling loyalty is fluid. Words alone do not describe our relationship. Although 
he is my oldest sibling I play the role of being my mother's first child. Our years in adulthood so 
far look nothing alike, but our unspoken connection reminds me that we will survive; we will 
survive the test of time. Our relationship will last through the prime years of our young 
adulthood, and beyond.  

Walking out of the door every morning is normal and yet this is something my brother 
knows little about. Walking on a plane is another “normal” situation that he, too, won’t have to 
worry about doing on his own. My brother is autistic and sometimes he is unable to express his 
feelings conventionally, in a way that I and our family could easily understand. Work and travel 
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are common ways adults migrate yet, as his sibling, doing so makes me guilt-ridden. The act of 
leaving him over and over again, even for just months at a time, to pursue my goals and projects 
is one of the most challenging aspects of being a neurotypical sibling because he probably doesn’t 
understand why or when or if I will return.  

In late 2015 I signed a contract to become an English teacher at a private Montessori 
kindergarten in Beijing. Traveling solo without regular access to internet made my time in the Far 
East bittersweet. While I was touring temples, hutongs, and even climbing the Great Wall of 
China, my parents’ were going through an uphill battle comforting my brother and his depression. 
He would sleep longer than he’d be awake; he lost the desire to eat anything, which resulted in 
losing 20 pounds very rapidly. My parents’ did not want me to know so they withheld these 
details from me in our long-distance phone calls. I had a gut feeling that something was off. My 
brother, on the phone, remained silent and did not utter a word. And I understood. I wasn’t 
around him. I wasn't part of his every day. We weren't able to exchange hugs. Life felt for that 
time period different without me. I learned that my brother doesn't like change. Change is 
threatening. Many people with autism, I hear, like order. My brother is one. He eats the same 
food for breakfast each day of the year and prefers to take off his shoes only after using the toilet 
after returning home from his day habilitation. As simple as the subtleties in his world seem 
today, there was a time in life where I knew little about my brother.  

At the ages of 9, 10, and 11, my brother who is two years and some change older than 
me, would come into my bedroom unannounced while my then-best friend and next door 
neighbor and I were playing Mary-Kate & Ashley Olsen's Licensed to Drive on Playstation 2. 
Annoyed by his presence because it brought on an awkward silence that our neighbor wouldn’t 
understand, I would shout, "close the door, TIGHT!" in order for him to scurry off.  This happened 
so often she, my classmate, felt the need to give my brother the same instructions, "Close the 
door, TIGHT" using my script and everything. I saw no problem with her stepping over family 
boundaries. From my view, as a younger sister not on the spectrum, I did not respond 
compassionately to my brother despite feeling confused and angered by much of behaviors, 
especially when we were in public. He drew attention to us at various aisles of the Pathmark 
supermarket we frequented; he scarfed food down his throat really quickly at restaurants, and 
then there were moments where all he could do was laugh hysterically without control of 
awareness of who was around. I did feel embarrassed because I thought others would not 
understand.  

After a few years, I watched an episode of Oprah that featured a 12-year-old brother’s 
frustrations that came with living with his older autistic brother. Isolation was a powerful word he 
used to sometimes describe their relationship. My heart broke open and suddenly I felt a deeper 
connection to the universe. At that time I knew healing, which meant accepting my brother for 
who he is was sure to come.  

My time teaching abroad for the first half of 2016 compelled me to think about our 
relationship. It seems a lot different today than in our teens. While abroad, I sent voice memos, 
pictures, and sights through a text-messaging and video app to my mother who would show him 
the messages. She said that he was always excited to get those updates. Growing up as a sibling, I 
did not always feel validated. And I didn’t always feel strong enough to be my brother’s sister. 
Today our relationship continues to grow more tender, more calm, and more responsible. A hug 
isn’t a hug if it isn’t rooted in love and every day we choose to love one another 
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AHRC’s Sibs at Camp Brings Siblings Together 
Each year, AHRC New York City, with funds raised by the Sibling 

Committee, hosts a weekend for siblings who attend Sibshops as well as 
Sibshops alumni at Camp Anne in the Berkshires of New York.  Siblings 
board a bus in New York City to get to the camp, and once they arrive, they 
eat dinner and get time to run around in the field.  Over the rest of the 
weekend, they get opportunities to go swimming, horseback riding, watch 
movies, play ball, participate in water balloon fights, or play table top 
games.  This is a weekend where siblings get time apart from the rest of 
their families to meet and bond with other siblings; however, most siblings, 
“do not have any interest in talking about their siblings or themselves,” 
says Annette Spallino Sibling Services Coordinator at AHRC New York City, 
“some just like to wander the fields.”  The Camp organizers see the 
weekend as a time for siblings to relax, have fun and just be themselves.  
“On Sunday, they tell me they don’t want to go home,” says Spallino.  

 

Sibling Caregivers Needed for Participation in 
a Research Study 

Rick Glaesser, a social work doctoral student at the University of South Florida, is seeking study 
participants for research on the effects on siblings who become the primary caregiver to and co-reside 
with their sibling with a developmental disability after transitioning from the parental 
home.  Participation includes 1-2 phone interviews about your experience of the transition itself and 
after the transition. If you would like to participate, please email rglaesse@mail.usf.edu. 

New Film Series on Having Siblings with 
Autism in Production 

  
Issie Carey, a behavior specialist and the sister of someone with 
autism, has been involved in creating a documentary film series 
about being a sibling to someone with Autism. Ms. Carey writes: 
 
'Puzzled' is a feature-length, case-by-case documentary film focusing 
on sibling dynamics for families with members on the Autism 
Spectrum. Examining factors such as income-wealth disparities, 
socio-cultural gaps, and diversity within the spectrum, 'Puzzled' 
strives to exhibit lives of the ASD-affected population in an 
observational, chronological format to reveal complexity and a 
multifaceted spectrum.    

 

https://www.ahrcnyc.org/services/families/siblings/
https://camping.ahrcnyc.org/our-camps/camp-anne/
mailto:rglaesse@mail.usf.edu
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The film will chronologically portray sibling dynamics with age. Ranges are distinguished by childhood, 
early teenage years, late teenage years, young adulthood, and adulthood. There will be five primary 
cases and dozens of families across the country will participate overall to provide a set of versatile 
perspectives shaped by Autism's impact.  
Autism Diagnoses are on the rise and patterns show that the number of diagnosed individuals will 
increase over time. The level of responsibility for their siblings is based on countless variables, which two 
hours of footage could never fully account for. What researchers have concluded is that age is the most 
prominent. Piece I of "Puzzled" examines the impact of Autism on sibling dynamics for kids from ages five 
to ten. Piece II focuses on the pre-teenage to early teenage years from ages eleven to fourteen. Piece III 
takes viewers through the later teenage years from fifteen to nineteen. Piece IV examines impact for 
people ages twenty to thirty.  
 
 Click here to see the trailer.  The following links are the Facebook and Twitter sites for the film.  You can 
also visit the film's website or email share@thepuzzledfilm.com to learn more information. 
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Get More Involved! 
 Join the SibsNY Meetup Group 

Join the SibsNY Meetup group today and get connected with other siblings of people with disabilities in the NYC 
area.  Open for siblings of all ages, the group shares fun activities, social outings, and information and support to 
help siblings meet the challenges of having a sibling with a disability.  The Meetup group is run by SibsNY, a 
member of the national Sibling Leadership Network. 

 
 Become a Member at AHRC New York City  

AHRC relies on members support to help fund services, advocate for those in need and impact legislative policy.  
Become a Member of AHRC New York City today and add your voice to the many who share in your concern for 
people with developmental disabilities.   
For more information or to become a member, call 212-780-2748 or email membership@ahrcnyc.org.  You can 
also visit https://www.ahrcnyc.org/involved/membership/. 
 

 Join the AHRC NYC Sibling Committee 
 
Help AHRC NYC come up with new and innovative ways to get siblings involved in the lives of people with I/DD! If 
you’re interested, please contact Kate Isenberg at kate.isenberg@ahrcnyc.org 
 

https://www.youtube.com/channel/UCpIvPaG8PS3IDE8hGiUV_sA
https://www.facebook.com/thepuzzledfilm/?fref=ts
https://twitter.com/thepuzzledfilm
http://www.thepuzzledfilm.com/
mailto:share@thepuzzledfilm.com
mailto:stayintouch@ahrcnyc.org
http://www.ahrcnyc.org/
http://www.meetup.com/sibsNY/
http://www.sibsny.org/
http://www.siblingleadership.org/
mailto:membership@ahrcnyc.org
https://www.ahrcnyc.org/involved/membership/
mailto:kate.isenberg@ahrcnyc.org

