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Project Access Executive Summary

Project Access is an initiative to improve access to mental 
health and addictions care, supported by the Long Island 
Unitarian Universalist Fund of the Long Island Community 
Foundation.

ACCESS DELAYED  
IS ACCESS DENIED
These are words that ring true for far too many families 
across Long Island, many middle class and working poor, 
who have been unsuccessful in accessing timely and 
affordable quality mental health and addictions care 
through their health insurer.

During the final year of George W. Bush’s administration 
the U.S. Congress passed the Mental Health Parity and 
Addiction Equity Act of 2008. This law states that it is 
illegal to treat diseases of the brain differently than those 
of any other part of the body. Two years later during 
Barack Obama’s administration, the Affordable Care Act 
(ACA) passed into law. The ACA reinforced the parity 
requirement that health insurers and group health plans 
provide the same level of benefits for mental and/or 
substance use treatment and services that they do for 
medical/surgical care. 

REPEAL AND REPLACE?
In 2017, threats to “repeal and replace” the ACA as 
opposed to improve it have put parity law in jeopardy. 
Congress attempted and failed to pass several versions 
of what was named the American Health Care Act 
(AHCA). Federal parity law requires health insurers to 
make sure that essential health benefits such as copays 
and deductibles, as well as visit limits, apply equally to 
mental health and substance abuse treatment and to other 
medical benefits. In contrast, the AHCA would allow states 
to waive certain federal protections, such as essential 
health benefits, which means that they would have the 
option to eliminate mental health parity and addiction 
equity in exchange plans.

NETWORK ADEQUACY
Regardless of the legislation, parity will do little good 
if it does not include routine enforcement of network 
adequacy. What is network adequacy? Network adequacy 
refers to the requirement of a health insurer to provide 
enrollees with timely access to a sufficient number of 
providers included in the benefit contract. Network 
adequacy has to do with individuals obtaining the timely, 
affordable and accessible care they need for their well-
being.

If individuals cannot access mental health or addictions 
care, serious consequences, including death, may 
follow. Exacerbating the problem of individuals finding 
appropriate providers for mental health and addictions 
care is stigma and the shame it generates. The issue of 
network adequacy was the impetus for launching Project 
Access.

PROJECT ACCESS
Project Access, a new initiative launched by North Shore 
Child & Family Guidance Center, is exploring the problem 
of individuals gaining timely and affordable mental health 
and addictions care, identifying obstacles to accessing care 
and disseminating findings to activate change. 

Participants of the current study, nearly 650 respondents 
from all across Long Island, were already receiving help 
at the time that they answered this survey, which can be 
assumed to be a factor in shaping their responses. Some 
responded in an online survey and most completed 
surveys provided by a diverse group of New York State 
licensed community-based mental health and chemical 
dependency agencies.

Accordingly, the data need to be interpreted with an 
appreciation of that influence. We cannot ascertain 
from this data the extent to which people who have not 
accessed care are experiencing obstacles to seeking and 
receiving care. 
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DIFFICULTY IN FINDING HELP 
Almost half of respondents indicated that it was more difficult finding help for mental health or substance abuse/
addiction problems than finding help for physical illnesses, and nearly 40% of respondents said that their insurance 
company did not have an adequate number of providers. 

REASONS FOR SEEKING HELP
Almost 70% of respondents indicated that they were the persons with the direct experience seeking help, with just over 
30% stating that they were answering on behalf of another individual, such as a child, who has received care. Among the 
respondents 51% were female and 45% male. Others identified as transgender or non-binary, gender-fluid or gender-
queer. 62% sought mental health services, 16% substance abuse services and 22% both. The following table indicates 
the reasons why they were seeking care for themselves or their loved ones.

FACTORS RELATED TO SEEKING HELP
Although the participants in the current study represent a population that likely achieved access to care, when 25% or 
more of the population experienced an obstacle the finding can be considered very important. For instance, stigma 
(36%), affordability (nearly 39%), choice of providers were limited (39%) and long waiting lists (nearly 25%) are considered 
important findings indicating impediments to seeking care.

NUMBER OF AGENCIES OR PROFESSIONALS CONTACTED BEFORE OBTAINING HELP
As indicated above, it is likely that the respondents had obtained care. Consequently, this sample does not include 

?
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those who attempted and failed to access care. Slightly more than 33% indicated that they were able to access care after 
just one contact. For the remainder of the respondents it took them anywhere from 2 to more than 15 contacts, 15% of 
whom required 6 or more attempts, including those experiencing a crisis or traumatic event.

ADDITIONAL IMPEDIMENTS RELATED TO SEEKING HELP
Given the fact that the participants in the current study represent a population that likely achieved access to care, when 
nearly 25% of the population of participants identify that particular impediments seeking care exist, the findings can 
be considered very important. For instance, almost 24% of participants could not find a provider that accepted their 
insurance, nearly 39% had a problem with affordability, 21.25% pointed to personal indecision as a factor, and slightly 
more than 24% of participants reported that they felt their attempts at accessing help were futile (24.06%). These should 
be considered important findings that reflect additional obstacles individuals experience when seeking care. These 
findings highlight the relative importance and centrality of these variables in facilitating or impeding progress. 

ASSISTANCE IN FINDING A PROVIDER 
Two-thirds of respondents indicated that their insurance company was not helpful to them in finding a suitable provider 
for themselves or a loved one.  

ADDITIONAL INSURANCE INFORMATION
There are many more barriers highlighted that illustrate the challenges in accessing care in a timely manner. In 
particular, nearly 30% indicated that it took them more than a month and 15% between 3 - 6 months to secure services. 
Additionally, 50% of respondents said that it was more difficult to access mental health/addiction services than physical 
health services.
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RANGE OF EXPERIENCES SHARED
155 participants shared their story about 
accessing services. The responses were both 
positive and negative. One overarching theme 
that emerged was the role that insurance 
played in both accessing and maintaining 
services. Another theme observed within 
participants’ comments was a perceived sense 
of insensitivity when assisting individuals to 
access services.

FROM THE 
RESPONDENTS, IN 
THEIR OWN WORDS

• I did not get turned away once I 
figured out where to go to get help 
for my daughter, who was 15 years 
old at that time. However, it took a 
lot of research. It seemed as if no 
one had ever walked down this path 
before, which I find hard to believe. 
Now, there is more help out there 
(more literature), but mental illness is 
still not treated like any other disease. 
There is still a stigma associated 
with it, and this must change. It is 
a disease that the victim never did 
anything wrong to deserve. Mentally 
ill people and their loved ones should 
be treated with love and respect, 
given immediate help and people 
everywhere should be taught more 
about this disease. While there have 
been some improvements, we still 
have a long way to go. 

• I feel that finding a therapist is the 
same as shopping. I need to find the 
right one that fits me!

• I have called recommended 
therapists who were not taking 
new patients. They were brusque 
on the phone with no alternative 
recommendations. I was very 
surprised by how much that hurt 
my feelings - I guess if someone 
is recommended to you, you 
expect a better, more personable 
response - a waiting list or alternative 
recommendation. 

• I have never been turned away 
when seeking care. I think it’s very 
good for myself plus anyone who 
needs care to get the help they need. 
I personally am happy to be a part 
of something where I can vent and 
discuss my issues to maintain clarity. It 
makes me feel like it’s not so bad, like 
I’m not alone under all the pressure 
life brings daily. I think the best thing 
one can do for themselves is want 

the help because that’s the only really 
way it will work. I just want to be clear 
as I’ve been and maintain that with 
my effort and the great counseling I 
receive here it shouldn’t be hard at 
all. I see and feel the improvement. 

• I needed detox services and I had 
bad insurance. I was turned down by 
many places due to my insurance. 

• I private pay for my therapist 
and psychiatrist. My insurance 
company won’t reimburse for 
either but they provide the 
level of care I need. I am 31 and 
have been in treatment since 
age 15 and things are finally 
starting to get better but there 
are still roadblocks in insurance 
covering meds and doctors. 
Even hospitalizations when I was 
suicidal. I would get gigantic bills. 

• I ran across several obstacles in 
finding a therapist. All insurance 
company did to help was plug in 
zip code and give names. No info 
available about handicap accessibility 
so I had to call many only to find 
out facilities were not handicap 
accessible. I was not even able to find 
one that was but was lucky to find a 
great therapist who agreed to see me 
in one of the other rooms in building. 
Otherwise not sure I could have 
found the help I needed. Additionally, 
every year, although insurance 
under my name and coverage for 
me is approved - every year my 2nd 
insurance tells my therapist I have no 
coverage for mental health and I have 
to straighten it out. Feel blessed to 
have found (name of worker). 

• I sought private services (I preferred 
rather than community clinic for 
privacy) for my teenager who 
became addicted to [drugs]. After a 
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28 day rehab I could not find even one 
practitioner who accepted my insurance 
or was truly qualified. We settled on 
someone who misrepresented himself 
and did not have an adequate addictions 
background. My child ended up back 
in rehab and the therapist never even 
bothered to call. Very unprofessional and 
unethical. 

• I tried last year to get care for my 12-
year old son, who had his first mental 
break. He was hospitalized by choice and 
it was a VERY scary experience. He stayed 
in the hospital for a week and it was the 
longest week in the world. Thank GOD he 
was placed in the pediatric unit because 
in the adolescent unit there was a great 
deal of violence. After his hospitalization, 
we decided to put him in a partial 
hospitalization program. Unfortunately, 
that program only lasted for six weeks. 
That was NOT enough time to get him 
back on track to healing. How do you heal 
from a mental break in such a short time? 
Nevertheless, we were desperately looking 
for an appropriate school for him--one 
that was more therapeutic. By the grace 
of God, we found (name of agency). He 
only missed out on about 10 or 11 days of 
school while waiting for placement, but we 
are happy to report that, although things 
are far from perfect, he is finally in a school 
with supports that help him. He is finally 
staying in school and attending classes. 
He has a long way to go, but we feel much 
better that he is safe and on the road to 
recovery! 

• I tried seeking mental health counseling 
but every time I tried getting help either 
my insurance wouldn’t be accepted or it 
was a long waiting time. I was scared at 
first but got the care I need. 

• I was never turned away from treatment.

• I was referred to a substance abuse 
counselor and he retired after 1 year of my 

treatment. Found another therapist but it 
was through my insurance and they had no 
one on staff with experience treating both 
substance abuse and depression. It was 
a bad experience. I had come to the care 
center years before after an overdose on 
pills and alcohol. Rob was my counselor 
and I remembered how helpful he was. So 
I called and did an intake and have been 
doing well ever since. 

• I wasn’t turned away for services but I 
waited two months to see someone. They 
should get people in quicker. 

• I work for a school district and we 
work with families on a daily basis 
where they cannot find a provider 
that will accept their insurance or 
they cannot afford the copayment. 
Personally, a family member within 
my household required therapy and 
we had difficulty finding a provider 
and when we did, scheduling was a 
nightmare because so many patients 
were trying to see him. I believe it was 
because he was one of the few willing 
to accept multiple insurance policies. 

• It has been very difficult as a family 
member of someone with a mental illness 
to assist them in getting help. A major 
part of many serious mental illnesses is 
that those who are ill do not see that they 
need help. There needs to be a better way 
for family members of adults with mental 
illness to facilitate treatment. 

• It is difficult to find treatment for tween 
eating disorder. 

• The main problem was finding a provider 
relatively close with after school/evening 
hours that provided both counseling and 
medicine rx. Found wonderful counselor 
my son loved but he was LCSW and could 
not provide medicine. Looked but unable 
to find a provider to work with him to give 
needed meds. That was referred by health 

plan. Another big issue is with insurance 
- every year they deny all mental health 
coverage and I have to fight them to cover 
it - what they eventually do is coverage 
is provided but it’s time consuming and 
frustrating for myself and for. Thankful I 
found [name of agency] wonderful staff 
and counselors. 

• When my mental health began to 
decline I searched online and through 
insurance to seek a provider/psychiatrist, 
psychologist, counselor I found a few 
but there were long waiting lists to be 
seen, or they were not accepting new 
clients once I find a provider. They did not 
take insurance so it was very costly. The 
provider was very cold and mechanical. So 
I was unable to get the help I felt I needed 
so I stopped going. Several months later 
I had a nervous breakdown and was 
hospitalized for it. Through hospitalization 
I was given temporary social worker who 
was able to find me a counselor I could 
connect with that took my insurance and 
was affordable even without insurance, 
I felt very upset that it had to be that, 
that was the way I found help when I had 
sought it long before, and feel I could 
have avoided my crisis if I had access to it 
sooner. 
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Implications

IMPLICATIONS
The problem of access for mental health and addictions 
care is complex and may begin with a family’s hesitance 
to ask for help and to reveal that they are residing with 
someone who is living with a mental illness. 

Families coping with mental illness or addiction do not as 
readily seek help as they might for heart disease, cancer or 
diabetes. Why? As the results of the Project Access survey 
suggest, it could be related to personal indecision, often 
stemming from stigma and the shame it generates. 

STIGMA LOOMS LARGE AND CAN LEAD TO 
RELUCTANCE TO SEEK HELP
When there is a mass shooting and the perpetrator is 
labeled mentally ill, it casts a shadow on all people with 
mental illness, despite the fact that this group of people is 
disproportionately the victims of violence.  36% of survey 
respondents cited stigma as an impediment to seeking 
care. 

Attitudes like this reinforce stigma and can lead to 
reluctance for those in need to seek necessary help in a 
timely manner to address issues including discrimination 
in school or in the workplace; and bullying, violence 
or harassment. These attitudes may lead to individuals 
believing that they can never improve their lot in life; 
and feeling let down by health insurance companies and 
providers that do not meet their mental health needs.  

The United States has chronically failed to treat illnesses 
above the neck the same as illnesses below the neck. For 
example, a parent who would not hesitate to reach out 
for help if their child was in an accident and appeared to 
have broken an arm, might wait weeks and months, if not 
longer, to ask for help if it was a mental health crisis or 
substance abuse problem.

Clearly, as this study reveals, despite any progress made 
in eradicating stigma, we still have a long way to go with 
respect to public education and mental health awareness. 

WHEN PROVIDERS DO NOT ACCEPT YOUR HEALTH 
INSURANCE 
What makes the problem of stigma even more insidious 
is that once an individual or their loved ones pick up 
the phone to ask for help, they are told repeatedly by 
providers, “I’m sorry I don’t accept that insurance any 
longer, I only accept cash,” and there is a chance they will 
give up. 

When a parent gives up they risk their child deteriorating 
further. This is also true for adults with mental illness and 
increases the odds that they will ultimately need more 
costly care or confinement, hospitalization or incarceration.

Almost 40% of survey respondents identified affordability 
as an obstacle to seeking care. 

THE CHALLENGE OF FINDING ACCESSIBLE AND 
AFFORDABLE CARE 
Almost 50% of respondents indicated that it was more 
difficult finding help for mental health or substance abuse/
addiction problems than finding help for physical illnesses 
and most particularly when they were in crisis. Nearly 40% 
of respondents said that their insurance company did not 
have an adequate number of providers. These findings 
suggest that, despite federal parity law, more needs to be 
done to ensure adequate networks of providers for people 
living with mental illness and addiction. 

THE COMMERCIAL HEALTH INSURANCE INDUSTRY 
After reviewing the research, Project Access committee 
member Dr. Ilene Nathanson, Chair of the Social Work 
Department at LIU Post, concluded, “If the definition of 
insurance is protection then the gross inadequacies of 
our insurance system are laid bare in this study. Delays, 
unaffordability, outright inaccessibility - all courageously 
endured by human beings in need of mental health care. It 
is time that the insurance industry stepped up to the task 
of protecting.”
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MONITORING AND ENFORCING NETWORK 
ADEQUACY – A CALL TO ACTION
Governor Andrew Cuomo created the Department of 
Financial Services, charged with the responsibility to 
monitor private health insurers to ensure that they have 
adequate networks of care as a condition of their license. 
This means they must demonstrate the consistent ability 
to provide timely access to care for individuals and their 
families. Yet, data reveal that people experience long 
delays in obtaining necessary mental health and addictions 
care. 

Private health insurers pay substandard rates of 
reimbursement for mental health and addictions care. 
Consequently, a growing number of providers, including 
community-based organizations, no longer participate in 
an insurance network because they cannot afford to accept 
such low rates. The insurers fail to carefully monitor their 
lists of providers and New York State fails to monitor and 
regulate the insurers for network adequacy.

According to New York State Senator Todd Kaminsky, an 
honorary Project Access committee member, “In this day it 
is disgraceful that mental health treatment is still not being 
taken seriously. Turning children and families in need away 
is simply unacceptable.” 

Senator Kaminsky, who cited complaints from numerous 
constituents, wrote to the New York State Department of 
Financial Services (DFS) expressing his deep concern about 
that lack of commercial insurance coverage for mental 
health services for middle class families on Long Island. In 
his letter, he wrote, “This lack of access to care is alarming 
and I hope DFS will immediately respond to my letter by 
commencing a thorough investigation of this issue.” The 
lack of response led to the launch of Project Access.

We call on the New York State Department 
of Financial Services to launch a thorough 
investigation of this issue.
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Supported by the Long Island Unitarian Universalist Fund (LIUUF) of the Long Island Community Foundation (LICF)

Many Thanks To All Participating Agencies

For more information on Project Access, or to participate in our survey, write to Project Coordinator Andrew 
Malekoff at amalekoff@northshorechildguidance.org
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Preface

PROJECT ACCESS is an initiative to improve access to mental health and addictions care.

Under both G.W. Bush and Obama administrations, Congress passed mental health legislation that requires 
health insurers and group health plans to provide the same level of benefits for mental and/or substance use 
treatment and services that they do for medical/surgical care. However, this policy will do little good if it does 
not include enforcement of network adequacy. What is network adequacy? Network adequacy refers to the 
requirement of a health insurer to provide enrollees with timely access to a sufficient number of providers 
included in the benefit contract. Network adequacy has to do with individuals obtaining the care they need for 
their well-being.

If individuals cannot access mental health or addictions care, serious consequences, including death, may follow. 
Exacerbating the problem of individuals finding appropriate providers for mental health and addictions care 
is stigma and the shame it generates. We need to start treating illnesses above the neck the same as illnesses 
below the neck.

Project Access, a new initiative launched by North Shore Child & Family Guidance Center, is exploring the 
problem of individuals gaining timely and affordable mental health and addictions care, identifying obstacles to 
accessing care, and disseminating findings to activate change. 

Notably, participants of the current study were already receiving help at the time that they answered this survey 
and that can assumed to be a factor in shaping their responses.  Accordingly, the data needs to be interpreted 
with an appreciation of that influence. We cannot ascertain from this data the extent to which people who have 
not accessed care are experiencing obstacles to seeking and receiving care.  

Many thanks to all participating agencies

For more information on Project Access, or to participate in our survey, write to 
Project Coordinator Andrew Malekoff at amalekoff@northshorechildguidance.org

Access Delayed Is Access Denied!
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Table 12: Reason Seeking Care by Court Ordered Status represents people who gave a reason(s) for seeking care. For 
example, 283 participants reported they sought care for a serious mental health problem, 19% were mandated. Of the 
197 people who were seeking treatment for substance abuse/addictions care 31% were mandated.
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Figure 1: Reported Reason for Seeking 
Care

Other reasons for seeking care included 
dealing with chronic pain, eating disorder, 
housing, trauma, menopause or issues that 
should fall into the other categories. 

Figure 2: Reported Number of Agencies or 
Professionals Contacted Before Obtaining 
Help
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The dataset below (Table 13: Reported Number of Agencies or Professionals Contacted Before Obtaining Help by 
Reason for Seeking Care) represents how many agencies/professionals were contacted before seeking treatment for their 
specific reason. For example, of the 277 participants seeking treatment for serious mental health problems, 23% found a 
provider after 1 contact, 25% after 2-5 attempts, 28% after 6 – 10 attempts, 35% for 11-15 and nearly 24% more than 15 
attempts.  
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The other responses in the dataset above (Table 14: Participants’ Feelings about Seeking Care) related to themes such as 
denial, shame and stigma.

In Table 15, the response “other” reflects themes such as denial, shame, stigma, anxiety, insurance did not pay and felt 
scared. 
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Section Summary: Given the fact that the participants in the current study are a population that likely achieved access 
to care, when 25% or more of the population experienced an obstacle the finding can be considered very important. 
For instance stigma (36%), affordability (nearly 39%), choice of providers were limited (39%) and long waiting lists (nearly 
25%) are considered important findings indicating impediments to seeking care. Lack of Transportation (24.76%) and 
availability of treatment hours (23.60%) are widely construed as obstacles. Two areas that require further inquiry relate 
to language barriers (4.61%) and accessibility (5.75%). Although the percentages of participants perceiving obstacles in 
each category are minimal, we would need to know the total number of people for whom English is a second language 
and similarly the total number of people who face accessibility challenges in order to infer any conclusions from the 
present findings.
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Table 24 indicated that nearly 25% of participants reported they were discouraged from seeking help because they could 
not find a provider who would accept their insurance. 
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Additional Impediments Related to Seeking Help
For the following questions participants indicated their level of agreement with the following statements on a scale of 
1 - 5, in terms of how they reflect their experience seeking services, with 1 representing Strongly Disagree (little to no 
relevance to their experience) and 5 representing Strongly Agree (extreme relevance to their experience).
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Table 25 above demonstrates that the majority of the participants did not report personal indecision as a factor. 

Table 26 above demonstrates that the majority of the participants did not report practical aspects as a factor. 
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Table 27 above indicated that the majority of the participants did not question whether seeking services was the right 
decision after facing several challenges. 

Table 28 above showed that while the majority of the participants disagreed that insurance payment were an impediment 
to seeking help, nearly 90 people (approximately 16%) did experience difficulty with insurance payment. 
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Section Summary: Again, given the fact that the participants in the current study is a population that likely achieved 
access to care, when nearly 25% of the population of participants identify that particular obstacles to seeking care exist, 
the findings can be considered very important. For instance, participants could not find a provider that accepted their 
insurance (23.61%), affordability (nearly 39%), personal indecision (21.25%), and participants reporting that they felt their 
attempts at accessing help were futile (24.06%) should be considered important findings that reflect additional obstacles 
individuals experience when seeking care. An area that requires further inquiry relates to affordability (15.19%). Although 
the percentages of participants perceiving this as an obstacle is minimal compared to some of the other findings, 
consideration regarding cost barriers for those seeking mental health and or substance abuse/addictions care suggests 
there is insufficient access to needed care.

Additional Insurance Information
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Table 35 above indicated that the majority of the participants did not have a problem finding a provider experienced in 
treating someone with their diagnosis, but nearly 85 people (nearly 15%) agreed this was difficult.

Section Summary: Again, given the fact that the participants in the current study are a population that likely achieved 
access to care, there are many barriers highlighted that illustrate the challenges in finding an appropriate provider. 
In particular, nearly 30% indicated it took more than a month and 15% between 3 - 6 months to secure services. 
Additionally, 50% said it was more difficult to access mental health/addiction services than physical health services. 
Nearly 15% reported that they could not find a provider experienced in treating their diagnosis. While the percentage of 
participants perceiving this as a specific obstacle is minimal compared to some of the other findings, it is prudent to note 
that these responses are from people who have already interacted with the mental health/substance care system. It may 
be useful for future studies to explore providers’ level of experience treating various diagnoses related to those in need 
of mental health and or substance abuse/addictions care, since this may pose an additional barrier for individuals seeking 
access to needed care.
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Visit us at www.northshorechildguidance.org
Friend us on Facebook at North Shore Child & Family Guidance Center 

Follow us on Instagram @the_guidance_center

Tweet us @NSCFGC 

Follow us on Pinterest @NSCFGC

Follow us on LinkedIn @north-shore-child-&-family-guidance-center

Addresses and Locations

Administrative Headquarters
480 Old Westbury Road

Roslyn Heights, NY 11577-2215
(516) 626-1971

The Lucille and Martin E. Kantor
Bereavement & Trauma Center

480 Old Westbury Road
Roslyn Heights, NY 11577-2215

(516) 626-1971

The Leeds Place -
Serving Young People

999 Brush Hollow Road
Westbury, NY 11590-1766

(516) 997-2926 

The Marks Family
Right From the Start 0-3+ Center

80 North Service Road LIE
Manhasset, NY 11030-4019

(516) 484-3174

Licensed & Supported by: Nassau County Department of Mental Health, Chemical Dependency, and Developmental Disabilities Services; New York 
State Office of Mental Health; New York State Office of Alcoholism and Substance Abuse Services. Supported by: New York State Office for People 
with Developmental Disabilities; New York State Office of Children and Family Services; Nassau County Department of Health; United Way of Long 
Island; Great Neck Community Fund; Community Chest of Port Washington; Manhasset Community Fund.


