
OUR COMMUNITY MEMBERS WITH 
DISABILITIES AND THEIR CAREGIVERS



“Every Voice Counts” was designed, fielded, and analyzed by 
Jocelyn Goldberg-Schaible (Rochester Research Group) 

in collaboration and partnership with 
Janet Sunkin (Survey Coordinator) and Judy Azoff (Survey Committee Chair)

Jocelyn Goldberg-Schaible Janet Sunkin Judy Azoff

“This project was truly a labor of love from the three of us to the Jewish community we love. 
Although none of us were born or raised here, it is the community that became our home . . . 
where each of us have lived, raised our children, worked professionally, and volunteered 
for the past 40 years.” -- Judy, Janet & Jocelyn
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Survey data tells us stories.

With a sample comprised of 2,395 Jewish adult 
participants, here’s what we learned about the 
perspectives and needs of our 140 responding 
community members who have disabilities and 
the 142 respondents who care for them.

[Combined Sample N=2,953]
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Do you yourself have any sort of disability? 

Or are you helping care for someone who has a disability?

0%

25%

50%

75%

100%

% response 8% 8% 86%

[A] [B] [C]

[N= 2,395 Jewish Adult Respondents]

[A]  Yes, I have a disability
(7.5%)

[B]  Yes, I am a caregiver
for someone with a 
disability (7.6%)

[C]  No, I’m not in either of 
those situations

(86%)

[Note that 15 of our
survey participants are both
A and B – in other words, 
disabled themselves while
caregiving for someone else.]

[140] [142] [1,610]

These respondents 
therefore skipped the 
remaining questions

in this report
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Do you yourself have any sort of disability? 

Or are you helping care for someone who has a disability?

20s, 30s, 
40s

50s, 60s 70s, 80s, 
90s

I have a disability 13% 38% 49%

I am a caregiver for 
someone with a disability

23% 46% 31%

[140]

[142]

Observations:
Of those with disabilities, roughly half (49%) are over age 70, 

the other half (51%) under age 70.  

Of those who are caregivers, nearly half (46%) are in their 50s & 60s.

But perhaps even more striking is the fact that nearly 1/3 (31%) 
of those now taking care of someone disabled are already over 70.
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Do you yourself have any sort of disability? 

Or are you helping care for someone who has a disability?

20s, 30s, 
40s

50s, 60s 70s, 80s, 
90s+

I have a disability 4.2% 6.4% 12.1%

I am a caregiver for 
someone with a disability

7.4% 7.9% 7.7%

[140]

[142]

Observations within the context of our overall sample:

Of all our survey respondents in their 20’s-40’s, 
4% have disabilities and 7% are caregivers. 

Of all our survey respondents in their 50’s-60’s, 
6% have disabilities and 8% are caregivers.

Of all our survey respondents in in their 70’s-90’s+, 
12% have disabilities and 8% are caregivers.

[433] [831]     [570]
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Which of these best describe the types of disabilities
that you and/or they are dealing with? 

[Please check all that apply:]

0% 10% 20% 30% 40% 50%

Mobility impairment -- using a walker or cane

Mental health / emotional / behavioral / cognitive challenges

Other

Hearing impairment or deafness

Autism spectrum / sensory processing issues

Neurological conditions [MS, Parkinson’s, etc.]

Developmental disabilities

Mobility impairment -- using a wheelchair

Visual impairment or blindness

Traumatic brain injury

[N= 2,395 Jewish Adult Respondents, 
of whom 140 have disabilities and 142 are caregivers for those with disabilities]



Other / specified types of disabilities
being dealt with by our survey participants 

and/or those they care for:

A WIDE RANGE OF ISSUES 
IMPACTING MOBILITY

Fragile mobility due to multiple hip replacements
Lower limb prosthesis (congenitally short leg); 
Physical limitations due to arthritis and back issues. 
Arthritis, mobility impairment 
Lumbar stenosis causing neuropathy in feet
Inflammatory Arthritis like RA
Severe arthritis (2+ surgeries / year for 26 years)
Arthritis in hands and arms that causes severe pain 

and difficulty in daily activities.
Rheumatoid Arthritis (multiple mentions)
Balance issues
Congenital limb deformity
Herniated disc with numb feet & pain, permanently 

disabled.
Rare disease with multiple physical limitations
Back pain issues (multiple mentions)
Severe arthritis (multiple mentions)
Cerebral palsy
Stroke
MMD (myotonic muscular dystrophy)
POTS (postural orthostatic tachycardia syndrome)

A WIDE RANGE OF POTENTIALLY 
LESS VISIBLE DISABILITIES

Cognitive issues
Heart, liver and other medical problems
Dyslexia, attention deficit; speech/language 

impairment
Severe Crohn's (multiple mentions)
Heart + Diabetes + Respiratory
Diabetes (multiple mentions) / Diabetic neuropathy
Cancer (multiple mentions)
Cancer, but my disability is not visible
Chronic pain (multiple mentions)
Chronic progressive illness / chronic health issues
Immune system disorder (can't be exposed to ill 

people) 
Auto-immune disease 
Fibromyalgia / Chronic Fatigue / Myalgic 

Encephalomyelitis 
Fatigue from cancer
Trouble at times with moving around, being tired
Vestibular disorder
COPD / severe asthma / very low oxygen
Alzheimer’s (multiple mentions)

Observation:  Clearly, from the above assemblage, coupled with the graph on the previous slide,
we see that “disabilities” represent a wide spectrum of physical, mental, and emotional realities.  
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Our disabled survey participants 
were asked the next two questions:
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How warmly welcomed
-- and included within our Jewish community --

have you felt as someone with a disability?

0%

25%

50%

75%

100%

% response 46% 41% 10% 4%

Very Somewhat Not Very Not at All

[N= 2,395 Jewish Adult Respondents, of whom 140 have disabilities and 142 are caregivers for those with disabilities]

Observation:  
Nearly half (46%) have felt very warmly 
welcomed and included within our Jewish 
community, the other half less so.  

The following slide assembles their collective 
recommendations for potential disability-related 
improvements within our Jewish community.  
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, 

outreach, accommodations, etc. –
to better help you and /or your caregivers?

Emerging Theme: Accessibility Improvements
Accessibility and access to synagogues and other Jewish entities is of utmost 
importance  to those who have a disability and their caregivers. They want a 
fully accessible Jewish community across all our institutions via elimination of 
all types of barriers – from narrow doorways, to stairs without railings, to 
rooms without a hearing assistance system, etc.  Our community has not just 
an opportunity, but also an obligation, to become fully accessible and provide 
sustainable models of inclusion that not just accommodate but truly welcome 
those with disabilities and their caregivers / parents. 

“Doorway thresholds are often raised and your wheelchair gets stuck. Bathroom doors are too 
heavy to open from a wheelchair and many disabled stalls are not large enough for a 
wheelchair.”

“Handicapped parking with large entrance on the right and left side. You need to be able to open 
car doors fully.”

“Loan cabinet for walkers, canes, wheelchairs, raised toilet seats, etc.”
“Always have ramp access, make all stairs stable, have railings.”
“Accommodating ramps and entrances and bathrooms.”
“Clearly advertise location of all accessibility devices and how to get help if needed.”
“Each Jewish facility should have a scorecard of the most common handicap accessibility status so 

people can decide where their needs can be met.”

“Provide access to transportation to events and services, especially if not accessible by bus.”
“Provide help to attend services  -- especially for holidays.”
“Offer a survey to find out if the disabled are interested in having occasional transportation to 

attend services or other Jewish related events.”
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, 

outreach, accommodations, etc. –
to better help you and /or your caregivers?

Emerging Theme: Accessibility Improvements (continued)

“Keep sensory difficulties in mind when setting up sound (mics are often maxed at the 
expense of audio quality)”

“Make large print prayer books available!!”

“Have all facilities equipped with hearing assisted devices. Mainly loop systems.”

“It’s very difficult to find Jewish ASL interpreters especially for the Jewish holiday programs 
and other active programs in the Jewish community.”

“More inclusiveness for those who are hard of hearing.”

“Caption all videos and recorded audio.”

“All temples' sanctuaries and meeting rooms should be equipped with fully functioning hearing 
systems and people who know how to explain their use to visitors and members. This 
is not the case in Rochester.”

“Too late for adults, so have to start all over again with deaf children, such as setting up a 
deaf-centered synagogue and Sunday school.”
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, 

outreach, accommodations, etc. –
to better help you and /or your caregivers?

Emerging Theme:  Education & Awareness
Having a disability -- be it developmental, behavioral, physical, autism spectrum 
related,  mental health, etc. -- can make it difficult to be accepted and/or 
included in the community. Several respondents describe feeling marginalized 
and stigmatized by virtue of their disability. There is much we can do through 
education and awareness efforts – and potential affiliation with non-local entities 
that have established expertise in this area -- to open both minds and hearts, 
making Jewish Rochester a place where those with disabilities (and their 
caregivers) are welcomed, accepted and valued. Essential to the success of 
these efforts is the inclusion of those with disabilities in their planning and 
implementation. 

“Increased education on disability awareness, particularly hidden disabilities. (Emotional and mental 
health challenges are not always visible. Example:(Difficulty socializing and making 
conversation).” 

“People with developmental disabilities, mental health issues, behavioral issues, and autism 
spectrum disorders are not always accepted. There needs to be more education and training 
on this.”

“More education and awareness for the community.”
“Acknowledge mental health as an issue” 
“The stigma of having a less than perfect body or mind needs to be worked on. The idea that it's a 

disgrace to the family still exists.”
“Treat people with disabilities as equals, not as second-class citizens.”
“Get to a point of understanding that every individual works at their own pace; that people can only 

do their own ‘personal best’! Try not to get caught up with expectations, pretend as if they're 
in our shoes.”

“Autistics think differently, but frankly we ought to be heard for the good of all.”
“Don’t know (how to respond), it’s a lonely place.”
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, 

outreach, accommodations, etc. –
to better help you and /or your caregivers?

Emerging Theme:  Education & Awareness  (continued)

“Provide support groups to help caregivers as well as those with disabilities to cope 
with their problems”

“We should have groups and programs related to some of these issues but not 
limited to people who identify as disabled. For example, I wish there were 
programs for people dealing with any degree of anxiety, open to anyone, 
disabled or otherwise”

“Please commit to starting a Yachad chapter in Rochester, New York. Yachad, The 
National Jewish Council for Disabilities, is a thriving global organization 
dedicated to addressing the needs of all Jewish individuals with disabilities 
and ensuring their inclusion in every aspect of Jewish life.”

“Start a Jewish NAMI (National Alliance on Mental Illness) support group.”

“Consult with broader disabled community on how to be more inclusive, including 
reaching out to disenfranchised disabled Jews on how they have been .. 
(failed) by the community”

“Remember -- Nothing about us without us.” 
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Our survey participants now caregiving
for those with disabilities were asked 

the next three questions:
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How many people with disabilities 
are you currently helping to care for?

0%

25%

50%

75%

100%

1 2 3 more than 3

% response 84% 14% 2% 0%

[N= 2,395 Jewish Adult Respondents]

Observation:  The vast majority 
are currently caring for just one

disabled individual. 
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How warmly welcomed
-- and included within our Jewish community --
have you felt as a caregiver for someone with a 

disability?

0%

25%

50%

75%

100%

% response 39% 34% 20% 7%

Very Somewhat Not Very Not at All

[N= 2,395 Jewish Adult Respondents, of whom 140 have disabilities and 142 are caregivers for those with disabilities]

Observation:  
39% of our responding caregivers have felt 
very warmly welcomed and included within 
our Jewish community, but the other 61% 
somewhat less so.  
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How warmly welcomed
-- and included within our Jewish community --
have you felt as a caregiver for someone with a 

disability?

[N= 2,395 Jewish Adult Respondents, of whom 140 have disabilities and 142 are caregivers for those with disabilities]

0%

25%

50%

75%

100%

Disabled 46% 41% 10% 4%

Caregivers 39% 34% 20% 7%

Very Somewhat Not Very Not at All

Observation:  Interestingly, our disabled 
individuals seem to feel more welcomed and 
included than their caregivers do. Nearly twice 
as many caregivers [27% vs 14%] chose the 
“not very” or “not at all” welcomed and 
included responses.  

Evidently, this is an area where our Jewish 
community  might do better, with an upcoming 
open-ended question seeking ways to do so.
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How warmly welcomed -- and included within our 
Jewish community –

have those individual(s) with disabilities felt?

[N= 2,395 Jewish Adult Respondents, of whom 140 have disabilities and 142 are caregivers for those with disabilities]

0%

25%

50%

75%

100%

Disabled Self Describing 46% 41% 10% 4% NA

Caregivers' Perceptions 27% 21% 21% 5% 25%

Very Somewhat Not Very Not at All

Observation:  Moreover, we see that our disabled 
individuals feel more warmly welcomed and 
included than their caregivers believe they do.  

Increasing or improving our community’s support 
to caregivers might help to upgrade these caregiver 
perceptions, as might the recommendations 
assembled on the following slide.

I don't know –
I can't answer for them 



20

What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, outreach, 
accommodations, etc. -- to better help you as a caregiver

and /or the individual(s) you are caring for?

Emerging Theme: Experience, Perception, Impact
The experience of having a disability, caring for a family member with disabilities, or 
parenting a child with disabilities, can have far reaching impact across many domains of 
life. When an individual, community or institution lack sensitivity in their encounters with 
those who are disabled, it can cause emotional pain and trauma not only to the 
individual with the disability, but also to their caregiver(s) and parent(s). We have an 
opportunity and an obligation to foster inclusion and welcome the individual with 
disabilities, their caregiver(s), and their parent(s) into a Jewish Rochester where they 
can flourish and thrive. This is both an attitudinal and an institutional challenge.

“Disabled family members color a lifetime as they impact every aspect of life. When the disabled person is 
excluded it causes all related members to feel excluded and often misunderstood.”

“The community should find ways to be inclusive-as opposed to understanding- meaning sympathy is not 
what those dealing with disabilities need- they instead need accommodations which help the disabled 
and their family members flourish as part of the Jewish Community”

“Stress inclusiveness and acceptance in every organization, building, program, etc. every time, not just during 
disabilities awareness month or other short-term consciousness raising periods.” 

“Provide leadership, training, emotional support to persons whose families and/or selves are not affected by 
disabilities so that we can overcome any anxiety, judgmental attitudes they might harbor toward 
persons with disabilities and/or the parents/grandparents of persons with disabilities.”

“I wouldn't say I'm a caregiver for someone with a disability any more than I'd say I'm a caregiver for a 
second someone, his brother, without a disability. I would sooner say that I  parent a child with a 
disability. He’s not dependent or anything. Disability is just part of who he is. (Please be sensitive to 
these kinds of perceptions)”

“Say hello. Engage in conversation. Invite to shabbos/holiday table. Invite to an event. In other words -- stop 
making persons with disabilities and their caregivers/people who love them the ‘other’.”
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, outreach, 
accommodations, etc. -- to better help you as a caregiver

and /or the individual(s) you are caring for?

Emerging Theme: Caregiver Support
Caregivers ask us for more services and supports to help them manage their 
caregiving roles which can become burdensome and overwhelming. There are 
actually offerings available, in the Jewish community and the community at 
large, that our caregiving respondents are unfamiliar with, suggesting a need 
and opportunity to educate the community about the new Special Needs 
Navigator program at Jewish Family Service. The Navigator will serve as a 
community resource to families and individuals trying to navigate programs 
and services in our community that pertain to special needs, and it will 
develop a strategic inclusion plan in collaboration with the JCC. Increased 
awareness and utilization of the Navigator program should benefit not only 
those with disabilities, but also their caregivers and parents. 

“Jewish support groups for caregivers would be helpful, with trained facilitator or peer-led,”
“You should provide some free aide service and emotional support.”
“Respite perhaps, household help.”
“Family caregivers need time off which they can count on.”
“Overnight accommodations for the disabled, so that their caregiver can go on a mini vacation.”
“It would be very helpful to have a Rabbi, Cantor or other clergy who come to visit aged disabled 

individuals in their homes.”

“More outreach to us, letting us know what, if any, assistance is available”
“Just more awareness of the services that do exist, as well as any information about whether they 

extend outside the region”.
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, outreach, 
accommodations, etc. -- to better help you as a caregiver

and /or the individual(s) you are caring for?

Emerging Theme: A Plea for Inclusion
Several caregivers are uncomfortable with what seems to reflect a lack of Jewish 
community support for individuals with disabilities and their caregivers or parents. 
They are frustrated by what feels like an ongoing pattern of being ignored and/or 
excluded by their Jewish community. There is an opportunity for the community to 
address their concerns. A good starting point may again be the Jewish Family Service 
Navigator program -- not only by knowledgably helping them navigate and connect 
with the many community resources addressing special needs, but also by developing 
a strategic Inclusion Plan in collaboration with the JCC.

“The greater Jewish Community here says they are inclusive but doesn’t actually take any action to include 
disabled Jews or support their caregivers. The community has to recognize, value and take action to 
include the large numbers of families and individuals in our community with disabilities of all ages 
and diversity of abilities.” 

“This community has always prioritized and catered to the needs of our seniors, but the many families living 
with children and adults with various developmental disabilities or mental health challenges have 
been largely ignored and marginalized.”

“My mother is affiliated with a temple but is not very active in it.  The Temple does not reach out to her 
(except for quarterly dues). She was hospitalized twice in the past year and there was no contact 
from the rabbis. It seems like regular service-attending members and children are their focus.”

“There was zero outreach when I called the Jewish Federation for help because I saw something about 
Jewish family navigator on the website. When I phoned, they didn’t know what I was talking about. 
I’m not aware of any resources at the moment that are specifically Jewish and am still searching for 
resources in the wider community”.

“Ensure Federation-sponsored events, programs, and facilities offer inclusion components in various ways: 
1. physical accessibility - from a ramp/elevator to bathrooms and changing room facility that 
supports such individuals and their caregivers. 2. Multi-sensory - from having an adaptive film 
viewing at the JFF to a PJ Library splash-pool Sunday event. 3. Deafness/Blindness - incorporate 
ASL translator, large font / Braille fliers or JCC program, PJ (and other) Library audio-books,  etc.”
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, outreach, 
accommodations, etc. -- to better help you as a caregiver

and /or the individual(s) you are caring for?

Emerging Theme: Children and their Families
Parents and families of those with disabilities want a wide range of Jewishly-framed
offerings and activities for all ages. They would ideally like to be able to bring their child 
or family member to synagogue services, one-time events, social groups, support groups, 
play groups, day camps and more. What they are asking for is an inclusive and accessible 
community with ongoing supports and programs that will enrich the life of their disabled 
family members from childhood through old age. Our community has the opportunity to 
respond and create a sustainable model of accessibility and inclusion based on what 
parents and families are envisioning. Again, the new Jewish Family Service Navigator 
program and its strategic Inclusion Plan, developed in collaboration with the JCC, might 
be a vehicle for realizing this opportunity. 

“Something that would bring together families of kids with disabilities for play groups would be wonderful.”
“Day camps and after school programs for these kids.” 
“Events or groups where parents and teens with disabilities can meet each other and develop friendships.” 
“Welcoming activities or social groups for older kids with some disabilities.”
“I wish there were more opportunities for my adult son with developmental disabilities to take part in a Friday 

night service or a social gathering with his peers with developmental disabilities. We did attend a Friday 
night service this winter at Temple Sinai that was very inclusive. I think it was run under a Federation 
grant. We enjoyed that.”

“I would like to have more connection to other families in similar situations. For example, I would love to have a 
local Friendship Circle or Segula chapter.”

“It would be great if JFS or other agencies would provide Service Coordinators (like Heritage Christian does).”
“Social activities for adults. My youngest participates at the Pieter's Center for social activities but it is Christian 

based and she identifies strongly as Jewish. She also participates in social activities at Holy Childhood 
and Gigi's Playhouse which, though secular, still celebrate ‘American/Christian’ holidays. In school and 
socially she has always been a minority, if not the only Jew.”
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What could and should our Jewish community be doing or providing 
-- in terms of disability-related supports, services, outreach, 
accommodations, etc. -- to better help you as a caregiver

and /or the individual(s) you are caring for?

Emerging Theme: Don’t Overlook Mental Health
Mental health issues can be “hidden” which makes them particularly 
challenging.  But those with mental health issues – and their caregivers --
need the same community accessibility, awareness and support services as 
those with more readily recognizable physical and developmental 
disabilities. Through Jewish Family Service and other organizations with a 
mission that includes serving those with mental health needs, we can both 
educate and improve the experience of Jews with mental health concerns 
who engage with the Jewish community. 

“Let's start with giving mental health it's own category. There's a lot of stigma about 
"emotional" challenges, and mental health is biochemical … we need to do more to 
consider our community's inclusiveness to those with anxiety, depression, etc. That 
seems to be increasingly a challenge for individuals of all ages, and the more we talk 
about that, the more we acknowledge its validity, the better we'll be at starting to even 
understand the scope of what services/support might be needed.”

“Mental health disabilities do not seem to be supported in the way physical and developmental 
ones are.”

“More Jewish education support for kids on the autism spectrum and with mental health 
challenges.”

“People with .. mental health issues, behavioral issues, and autism spectrum disorders are not 
always accepted. There needs to be more education and training on this.”
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CONCLUDING SUMMARY

• One of the intentionally inclusive dimensions in our survey was a 
focus on the perspectives and priorities of those Jewish adults who are 
either disabled themselves and/or serving as caregivers for one or more 
other disabled individuals.  

• One of our findings is that disabilities are in part linked to age.  
While aging is not always the cause of a disability, it is often correlated
with a disability. The majority of our disabled individuals are now above 
age 70, with the majority of their caregivers now in their 50s and 60s.  
Some of our eldest members are both disabled and caregiving. At the 
other end of the age spectrum, our Jewish community has both younger 
disabled individuals, and younger caregivers, whose needs must also be 
understood.  Caregivers, and the disabled individuals they care for, 
span a full range of ages, requiring our community to both 
provide a full spectrum of offerings, and promote awareness of 
those offerings against a cradle-to-grave multi-generational 
backdrop. 

 Another key finding is that you can't paint "disabled" people with a single 
brushstroke.  Our survey respondents’ collective and individual 
“disabilities” represent a wide spectrum of physical, mental, and 
emotional realities -- and the myriad caregiving challenges that come 
with them.  A truly inclusive Jewish community needs to adapt itself and 
open itself accordingly. 
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CONCLUDING SUMMARY (continued)

• To that end, the new Jewish Family Service Navigator Program
may represent a timely opportunity to help connect individuals with 
disabilities and their caregivers with those supports, services, 
events, etc.  Moreover, in a collaboration between JFS and the JCC, 
a Strategic Inclusion Plan for those with special needs will soon be 
undertaken, and the voices shared in these survey findings should 
certainly help to inform that plan. 

• Across demographics, our Jewish community’s disability profile 
includes conditions that may or may not be recognizable from the 
outside, such as mental illness, alongside more readily apparent 
issues like mobility and aging.  Warmly welcoming disabled 
individuals with these less obvious challenges means, in a sense, 
warmly welcoming and including everyone – whether they 
appear to be disabled or not.   



27

Which of these best describe the types of disabilities
that you and/or they are dealing with? 

[Please check all that apply:]

0% 10% 20% 30% 40% 50%

Mobility impairment -- using a walker or cane

Mental health / emotional / behavioral / cognitive challenges

Other

Hearing impairment or deafness

Autism spectrum / sensory processing issues

Neurological conditions [MS, Parkinson’s, etc.]

Developmental disabilities

Mobility impairment -- using a wheelchair

Visual impairment or blindness

Traumatic brain injury

[N= 2,395 Jewish Adult Respondents, 
of whom 140 have disabilities and 142 are caregivers for those with disabilities]



… questions or comments?

Amy Libenson
ALibenson@JewishRochester.org
Jewish Federation of Greater Rochester

mailto:ALibenson@JewishRochester.org

