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1. Executive summary
This needs assessment was conducted by the Lurie Institute for Disability Policy at Brandeis University in June of 2016 on behalf of the Health and Disability Program (HDP), Office of Health Equity, Massachusetts Department of Public Health. It was conducted in follow-up to a 2013 Health Needs Assessment conducted by the University of Massachusetts Medical School (Health Needs Assessment of Adults with Disabilities in Massachusetts, 2013) in order to provide a more in-depth view of the needs of people who are Deaf/DeafBlind/Hard of Hearing/Late-Deafened (D/DB/HOH/LD) in Massachusetts. Assessing the needs of communities of people with disabilities is a priority area for HDP and for the Centers for Disease Control and Prevention (CDC), which funds many of HDP’s activities. This assessment provides detailed information on the unmet public health needs and priorities of the D/DB/HOH/LD community in Massachusetts to enable HDP to prioritize its own programmatic goals and objectives and better understand and meet the community’s needs. 
This needs assessment’s multi-pronged approach was adapted from the 2013 needs assessment. The sources of data include: (1) a community forum discussion from a D/DB/HOH/LD community forum in Boston, Massachusetts (2) a survey of the D/DB/HOH/LD community, and (3) data from the 2015 American Community Survey.
Although the needs assessment conducted in 2013 provides a useful overall picture of the needs of people with disabilities in Massachusetts, people with disabilities are a heterogeneous group. Therefore, it is important to examine the needs of subgroups of people with disabilities, such as racial and ethnic minority groups or specific disability communities. To achieve this, we conducted several needs assessments of specific communities in Massachusetts. This report discusses a needs assessment of a D/DB/HOH/LD community in MA. Two other needs assessments were previously conducted of an urban underserved community of color and a Latino community in Western MA (Health Needs Assessment of People of Color with Disabilities in Massachusetts).  We used the same approach in each of these communities based on the methods used for the 2013 needs assessment: examination of existing survey data, a community survey, and a community forum discussion. 


2. Introduction
The Lurie Institute for Disability Policy at Brandeis University conducted a community health needs assessment on behalf of the Health and Disability Program (HDP), Office of Health Equity, Massachusetts Department of Public Health to evaluate the unmet public health needs of D/DB/HOH/LD adults in Massachusetts. This health needs assessment had two objectives:
· To provide in-depth data on the health needs of adults in the D/DB/HOH/LD community
· To present information on the unmet health needs and priorities of the D/DB/HOH/LD community in Massachusetts to HDP
HDP recognizes the importance of exploring different facets of diversity within the disability population. This information is intended to enable HDP to prioritize its programmatic goals and objectives and to better understand and meet the needs of all Massachusetts residents with disabilities. 
This needs assessment was conducted in collaboration with DEAF, Inc., a community-based agency located in Boston providing culturally and linguistically accessible services to people who are Deaf, DeafBlind, Hard of Hearing, or Late-Deafened. Ms. Hatcher is a member of the Partnership, and worked closely with the evaluation team at Brandeis University and HDP to plan a needs assessment appropriate for and accessible to the D/DB/HOH/LD community.
Background
Health and Disability Program
The Health and Disability Program (HDP) in the Office of Health Equity, Massachusetts Department of Public Health (MDPH) is funded through a state capacity-building grant from the Office of Disability and Health of the national Centers for Disease Control and Prevention (CDC) (#DD000940-04). Massachusetts was one of the first nine states to apply for and receive funding under the CDC’s Disabilities Prevention Program to establish the Office of Disability Prevention (ODP) at MDPH. Over time, ODP evolved into the Office on Health and Disability with a focus on preventing secondary conditions among adults with disabilities across the lifespan, and eventually into the Health and Disability Program. HDP has been a leader in Massachusetts in addressing the public health needs and concerns of people with disabilities. 
HDP’s mission is to promote the health and well-being of adults with disabilities in Massachusetts and to prevent secondary conditions. This mission reflects the understanding that disability need not equal poor health. Prevention and health promotion are as relevant for adults with disabilities as for those without disabilities and most secondary conditions are preventable. 
HDP, in collaboration with key stakeholders in the Massachusetts disability community, developed the Plan for Promoting the Health of People with Disabilities, July 2015-June 2018. This strategic plan includes the following goals: 
1. Ensure quality health promotion opportunities are available and accessible for people with disabilities to maintain maximal independence
2. Increase access to health services and facilities, emphasizing policy and systems change
3. Better define the impact of disability in Massachusetts, including the impact of secondary conditions among people with disabilities across the life-span
4. Ensure statewide emergency preparedness planning responds to the needs of people with disabilities
Massachusetts Health and Disability Partnership
Since its inception, HDP has had a strong advisory committee whose members have included individuals with disabilities, their family members, advocates, public health program and state agency representatives, researchers, and disability or health service professionals. The current Massachusetts Health and Disability Partnership (the Partnership) is comprised of 59 individuals representing 31 organizations, advocacy groups, and state agencies. Also included in its membership are self-advocates, and parents of children with disabilities. The Partnership meets quarterly and is co-chaired by Mr. Dennis Heaphy, a Policy Analyst at the Disability Policy Consortium, and Ms. Bethlyn Houlihan, Co-Director of Dissemination and Knowledge Translation at the Spaulding New England Regional Spinal Cord Injury Center. The approach for this needs assessment was developed in collaboration with the Partnership. 
Approach to Health Needs Assessment
Health Needs Assessment of Deaf/DeafBlind/Hard of Hearing/Late-Deafened People in Massachusetts
The Health and Disability Program contracted with Monika Mitra, PhD of the Lurie Institute for Disability Policy at Brandeis University to conduct this health needs assessment. Dr. Mitra, Ms. Lauren Smith, and Ms. Nechama Sammet Moring conducted this needs assessment between June and July 2016. Throughout the process, the Lurie Institute for Disability Policy team consulted with HDP staff and the Health and Disability Partnership. 
This needs assessment involved a multi-pronged approach. Dr. Mitra and the Lurie Institute for Disability Policy evaluation team conducted an analysis of existing secondary data on Deaf and Hard of Hearing (DHH) adults in Massachusetts. In an effort to reach people who may not be included in existing surveys due to the methodology and limited accessibility of these surveys, an additional supplemental approach in the form of a community forum was used to complement the secondary data analysis. The methods of data collection for this report are described on the following pages. 
3. Profile of DHH People in MA
Data presented in this section are from the American Community Survey (ACS). The ACS is a national survey that collects information about jobs, education, veterans, home ownership, and more. The ACS identifies people who are Deaf or Hard of Hearing with the question “Is this person deaf or does he/she have serious difficulty hearing?”
Although the ACS includes a DHH identifying question (as well as five other disability identifying questions), it is important to understand that the survey methodology renders it inaccessible to many DHH people. The survey is in English, however many DHH people do not speak English as their first language, or at all, so the survey may be linguistically inaccessible.  It is likely inaccessible to the DeafBlind population. Follow-up phone calls are made to telephone numbers not used by many DHH people who rely on smart phones for accessibility technologies.  Therefore these ACS data presented in this section may not be representative of the DHH population or the D/DB/HOH/LD population. The exclusion of D/DB/HOH/LD people, and people with other disabilities is a critical problem in many public health surveys and surveillance programs. It is imperative for public health programs and policymakers to recognize people with disabilities as a heterogeneous population, and a health disparities population, and ensure their inclusion in public health data collection.
Supporting documentation on code lists, subject definitions, data accuracy, and statistical testing can be found on the American Community Survey website in the Data and Documentation section. Sample size and data quality measures (including coverage rates, allocation rates, and response rates) can be found on the American Community Survey website in the Methodology section.



People who are Deaf and Hard of Hearing by Age and Gender (ACS 2015) 

Source: American Community Survey 1-Year, US Census Bureau, 2015.
· In the 2015, an estimated 0.8% of Massachusetts males ages 4 years or under reported being Deaf or Hard of Hearing.
· 5-15 years – 1%
· 16-20 years – 1%
· 21-64 years – 2%
· 65-74 years – 11%
· 75+ years – 27%

Source: American Community Survey 1-Year, US Census Bureau, 2015.



· In 2015, 0.9% of females in Massachusetts ages 4 years and under reported being Deaf or Hard of Hearing. 
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· 5-15 years – 1%
· 16-20 years – 1%
· 21-64 years – 1%
· 65-74 years – 5%
· 75+ years – 20%



People who are Deaf or Hard of Hearing by Race 

· In 2015, an estimated 4% of non-institutionalized, male or female, White/Non-Hispanic respondents of all ages reported being Deaf or Hard of Hearing. 
· An estimated 2% of non-institutionalized, male or female, Black/Non-Hispanic respondents of all ages reported being Deaf or Hard of Hearing.
· An estimated 3% of non-institutionalized, male or female, Native American/Alaska Native respondents of all ages reported being Deaf or Hard of Hearing.
· An estimated 1% of non-institutionalized, male or female, Asian respondents of all ages reported being Deaf or Hard of Hearing.
Employment status among people who are Deaf or Hard of Hearing
 
Source: American Community Survey 1-Year, US Census Bureau, 2015.
· In 2015, an estimated 36% of working-age (21-64 years) Massachusetts adults who were Deaf or Hard of Hearing reported full-time employment.
· An estimated 51% reported employment. 
· An estimated 9% reported being unemployed, but actively looking for work. 
Poverty among people who are Deaf or Hard of Hearing

Source: American Community Survey 1-Year, US Census Bureau, 2015.
· In 2015, an estimated 20% of working-age (21-64 years) Massachusetts adults who were Deaf or Hard of Hearing reported living below the poverty line.
· An estimated 28% of working-age (21-64 years) Massachusetts adults with any type of disability reported living below the poverty line.


1. Community Forum 
In collaboration with Jill Hatcher and DEAF, Inc. a community forum focused on the health needs and experiences of the D/DB/HOH/LD community was conducted. A community forum is a chance for a group of people to congregate and discuss issues that are important to them. This community forum focused on the health and disability issues and needs of the community. It is important to note that the community forum was originally scheduled for May but had to be postponed due to a lack of availability of sufficient interpreter services for the date. This is indicative of the challenges the D/DB/HOH/LD community faces with communication access on a daily basis and emphasizes the need for improving access, which was discussed at the forum. The forum took place on June 26th, 2016 at the DEAF, Inc. office in Allston. DEAF, Inc. announced the forum through outreach to the D/DB/HOH/LD community and distributing a flyer (in a variety of accessible forms including a link to a vlog with information in ASL). HDP and the Lurie Institute for Disability Policy also distributed the forum announcement to their respective memberships. DEAF, Inc. managed registration and accommodation requests. There were 14 interpreters hired for the forum and several DEAF, Inc. staff available on-site to assist with logistics. Approximately 40 people attended including four DeafBlind individuals; each DeafBlind person required a team of two interpreters.
Interpreter services
· A team of two interpreters provided ASL/English interpretation for sighted participants – both hearing and Deaf.
· A team of two interpreters provided tactile ASL interpretation services to a DeafBlind participant. Tactile interpreting is used by DeafBlind individuals with complete vision loss and is done by putting their hands on top of the interpreter’s hands to feel the signs and motions.
· Three teams of two interpreters provided close vision interpreting to three DeafBlind participants. Close vision interpreting is used by DeafBlind individuals with limited vision and require the signer to be within close range. Depending on their vision and the environment, they may choose to place their hands on an interpreter’s wrists (not hands) to keep the signs in focus.
· Two Certified Deaf Interpreters (CDIs) - CDIs are Deaf individuals, native ASL users, and certified through the National Registry of Interpreters for the Deaf. CDIs work in tandem with ASL/English interpreters and are often used when a Deaf consumer has limited language due to language deprivation or for those who’ve left their home countries for the United States and rely on a mix of ASL, native signs, and gestures to communicate. CDIs were used to ensure full linguistic access for all participants.
· Two interpreters to “feed” the CDIs - this means they watch the speaker and copy their signs to the CDI, which the CDI then breaks down into a simplified version of ASL. This is necessary because the CDI faces the audience and cannot see the presenter.
The forum was moderated by Ms. Jill Hatcher. Ms. Hatcher is the Director of Deaf Health, formerly Project HOPE, a program of DEAF, Inc. She used a facilitator’s guide, which she helped develop. The forum was designed to gain a deeper understanding of the health issues and needs facing the D/DB/HOH/LD community. Questions focused on such issues as health insurance, transportation to healthcare visits, finding providers, and barriers to adequate care (see Appendix 1 for full discussion guide). Guidelines for the forum were developed to ensure that everyone who wanted to comment had the opportunity to do so with interpretation. This included only one person commenting at a time, coming up to the front of the room so their comments in ASL were visible to the entire room, and allowing time for interpreters to catch up before beginning to comment. Guides and questions were provided to interpreters ahead of the meeting. The discussion lasted approximately two hours (with a break). The transcript of the discussion was analyzed using qualitative analysis techniques. This report presents the important themes that emerged from our analysis. 
All comments and opinions recorded in this report are the opinions of the interviewees and do not necessarily represent the opinions of their respective employers or organizations. 
Approximately 40 people attended the forum. They included mostly self-advocates from the D/DB/HOH/LD community. Some staff from agencies serving D/DB/HOH/LD people also attended. Participants identified in all applicable categories; many fell into more than one. 
The findings are categorized into three main themes, each with sub-themes, reflecting the information shared by the forum participants. 
The themes that emerged from the discussion were: 
· Interactions between the healthcare system and marginalization
a. System not designed to meet the needs of D/DB/HOH/LD people
b. Attitudinal barriers/poor treatment 
c. Isolation/exclusion resulting from system oversights

· Diminished care quality and unmet needs
d. Referrals and processes not responsive to needs of D/DB/HOH/LD people
e. Wasted time/delays, even in emergencies
f. Common communication gaps (particularly with Video Remote Interpreting (VRI) and lack of adequate interpreting services) 

· Challenges living independently in a community
g. Managing one’s own life/health
h. Financial stress

A. Interactions between the healthcare system and marginalization
System not designed to meet the needs of D/DB/HOH/LD people
D/DB/HOH/LD people expressed that they often become frustrated working with a healthcare system that is inherently inaccessible to them. 
“Every time I go to [the hospital], they see my two insurance cards, they direct me to a phone and tell me that you have to call your insurance company. [The insurance company] won't take it. "Where's your TTY?" "We don't have one." "Where's a Relay?" "We don't have one. You have to use the phone." Okay. Well, we have a problem here, it is not me; I think you need to get something checked up here.” 
One participant explained the challenges in maintaining adequate interpreter services and making sure healthcare providers understand the imperative need for such services. 
“Also, the problem with tactile signing, I make an appointment, I come to the appointment, and things get really fouled up because the interpreter is sick, they don't let me know, someone's sick, the appointment has to be canceled, and I get there, and they say, oh, the appointment was canceled, and I  and I yell at them because I'm very angry. Why don't you tell me beforehand? And then I go to the supervisor and I say it is  it is not right that you keep cancelling the appointment. I can't hear. You don't send me an email. And I  and I explained all my issues to the Interpreter Coordinator, but the people at the doctor's office don't do anything. And I'm very frustrated.”
Several participants discussed many aspects of the healthcare world that are not accessible to them simply because of a lack of translation into ASL. As one participant described:
“The information you have to find in order to find a [healthcare] provider, the information you have to read in order to find a provider is online oftentimes and in written form, which means it is not translated into ASL.”
In order to address these difficulties, many participants suggested both hiring more staff interpreters and increasing staff training and awareness of how to work with D/DB/HOH/LD patients.
Attitudinal barriers/poor treatment are common and problematic.
Participants described poor treatment endured through encounters with the healthcare system. This includes lack of knowledge and understanding among healthcare staff in how to work with D/DB/HOH/LD people, lack of willingness to make accommodations, and outright denial of services. 
“One doctor was accepting new patients and we had a pleasant call getting an appointment. After setting up the appointment, we request for an interpreter and was told that the office cannot do that. They told us that the consumer can bring someone to translate… so I explained to the office about the consumer’s right to communication access at his medical appointments and then the person told me then, ‘Well then I am sorry this office not the right fit for you.’ Then she hung up on me.”

“I've had difficulty with calling these places. I've gotten hung up on many, many times. To try to deal with getting transportation… and I finally get transportation, I get picked up, and the drivers are rude and disrespectful to me and they don't realize I can actually talk, and it is very difficult dealing with that system, dealing with the people that work for that system, scheduling it is a hassle, communicating with them is a hassle… Why not improve the system? I don't understand it. There has to be a way to improve it.”
Examples of poor treatment were also described by D/DB/HOH/LD individuals assisting loved ones with health care:
A suggestion for improving treatment of D/DB/HOH/LD people was to train staff, providers, and administrators by having them go through the system as a Deaf or DeafBlind person so they can experience and better appreciate the shortcomings of the system. 

Isolation/exclusion results from system oversights
Participants often described isolation/exclusion from the healthcare system due to incomplete or incorrect system policies. 
“We hear from insurance companies (mostly MassHealth) that there are ASL-using providers out there for all kinds of different services. Only to find out that the person only took a basic ASL course, does not really sign, etc. This frustrates our clients to the point of not wanting to get additional services or supports as well as not trusting us to provide them with accurate information.”

“Mass. General is terrific. They have an excellent resource room and excellent support groups, but they don't have anything for Deaf cancer patients. They will meet onceamonth, talk about issues, new treatment and technology, but there is nothing there for Deaf people, like a group of people to get together and to discuss their concerns and needs, and I really think that a huge hospital like Mass. General should have something for the Deaf, DeafBlind community. If hearing people can meet every month to discuss topics, resources, and seeing things that are helpful within a group, they have resource leaders, and social workers sitting in the groups to help them find things that they need, they are missing that for Deaf and DeafBlind community, and for something like this, missing resources can be life threatening for some patients.”

“During [my mother’s] 2-week inpatient stay I coordinated with interpreter services. She was discharged to Rehab center…. Rehab knows I’m deaf and use ASL – staff are not Deaf friendly at all. They will talk in front of deaf and they will add more people when it’s impossible to understand.”

B. Diminished care quality and unmet needs
Referrals and processes do not run effectively and physicians not as responsive to D/DB/HOH/LD people.
Many participants reflected on difficulties obtaining services and accommodations due to unresponsiveness in many facets of health care specifically in the area of hearing difficulties. 
“I’m a Deaf parent with a hearing daughter. My daughter needed to see a therapist. I wanted a therapist who knows sign language so that all of us can understand each other… The only signing therapists are out of network. This meant I had to pay a $400 deductible for my daughter to see an out-of-network therapist who can communicate with me. I contacted our insurance rep and explained the situation and asked them to waive the deductible so that I would only pay the in-network costs and that this would be a reasonable accommodation to allow for communication access. My request was denied…. I had no choice but to pay the deductible. It is unfair and discriminatory and a financial burden.” 
Similarly, many participants discussed having to travel much further for adequate services and having to arrange much of this on their own. 
“The front desk helped to make the call for referral. And we found somebody in Framingham, this is a specialist who has two locations; one in Franklin and one in Framingham. The Franklin office was actually willing to provide interpreters. The Framingham office was not. Which meant that he had to travel much further. My father doesn't drive. He can't drive himself to Franklin. We needed to stay in Framingham. We had to figure out the interpreter schedule, figure out their availability, see if, in fact, that interpreter from Franklin could make it to Framingham… and it would have had to happen… a long time later… and my father had to be seen very quickly for this hand problem. We asked if, in fact, they would make a request through the Mass. Commission for the Deaf and Hard of Hearing. They refused because they already have an interpreter who is their staff person in Franklin. And it is just very frustrating.” 
Some participants also described an unwillingness among healthcare professionals to accommodate Deaf people.
“… If they have someone who uses a spoken language they automatically have an interpreter for them. But not with a Deaf person. I’ve seen that the treatment is not the same for Deaf people; they shove us aside.”
D/DB/HOH/LD people endure wasted time/delays as a regular part of treatment seeking, even in emergency situations.
Participants described frustration with experiencing delayed treatment or wasted time when seeking treatment. Some described being required to travel further to have an interpreter. Some participants described emergency situations where they themselves were in pain or a loved one was in pain and was made to wait for care they needed right away.
“… I live in a small town north of [Boston]. And I want a doctor in that area, but none of them will provide interpreters because they are in private practice. And I'm told that I have to go way far away to Boston. And I want to be able to go to a doctor in my hometown, and they won't. I'm so frustrated. It wastes my time… And if I get sick, I need someone right away and I can't do that.”

“So I went to the staff and I said, ‘Please, I'm in so much pain, please call an interpreter. I need an interpreter.’ And they said, ‘Okay. Sit down and wait.’ I waited. And waited. And waited. Nobody told me anything. I got angry and I went to the window again and I said, ‘When's the interpreter coming?’ ‘I'm sorry, there is no interpreter available.’ ‘Okay. Fine. Please take me first because I'm in so much pain I can't stand it.’ And they said, ‘Okay, come on.’ And they said, ‘Ah, oh, I have a VRI,’ and they brought the VRI, and the nurse was working with it, and couldn't set it up. And I said, ‘Why don't you call a technician to fix it?’ And she pointed to a paper, and I looked for the paper, and it said technical support only works until five. And the nurse didn't know how to set up the VRI. I was furious.”

“I told the providers and nursing staff and ED that [my father] just had a stroke and that he needed to be treated right away. And they said, ‘Don't worry… we'll bring in the video remote interpreter, not a problem,’ and I told them that they needed to bring in an inperson interpreter, that it was not acceptable to use VRI… and a nurse wheeled in the VRI machine, and struggled at length to get it working and hooked up, and I told them, ‘Please, this is futile, stop doing it, call in an inperson interpreter,’… and once we got into the room they brought in a different VRI machine, and the interpreter on the screen was terrible, and the connection was terrible, and it was pixilated, and I could not understand the interpreter whatsoever…And so it got so desperate we brought in paper and pen…And they yet again brought in a different VRI machine, again, we are talking about a poor connection, and again, it was fruitless… And during that time they could have brought in an interpreter, in the span of five hours, but they refused to call one.”
Communication gaps (particularly with video remote interpreting and lack of adequate interpreting services) are common. 
The inadequacies of video remote interpreting (VRI) technology came up throughout discussion. VRI is a video telecommunication service that allows an interpreter to provide services remotely, over the internet, using video cameras. VRI is often used in healthcare settings when a live interpreter is not immediately available. Examination of this issue beyond the community forum itself revealed that many hospitals have adopted policies mandating VRI use regardless of patients’ communications requests.  These policies are problematic and are opposed by many in the D/DB/HOH/LD community.  The National Association of the Deaf (NAD) has issued a position statement about the use of VRI services in medical settings, including requirements for appropriate use (https://www.nad.org/about-us/position-statements/position-statement-on-vri-services-in-hospitals/).  
Forum participants had a lot of strong feelings about the use of VRI services in medical settings, particularly in emergency situations. 
“Do you have ANY IDEA how many PCP's do not use interpreters when meeting with children (Deaf children or hearing children with Deaf parents)? Do you have any idea how many Deaf parents have NO IDEA that their child has asthma etc.? Basic things like that. I am continually amazed at this. Last month… the PCP wanted to file a 51A on the Deaf mother for neglect in giving medications to a child. Because there was no interpreter at the appointment, the mother did not know that the child needed the medication daily. It was not until I threatened the PCP with an ADA lawsuit that they got an interpreter.”

“I have seen and heard several of our DMH [Department of Mental Health] individuals who have been scarred by their experiences, and they won't use VRI again. We have people who also were given the wrong diagnosis through those services, and we have had people not understand they have an illness because of these services. We have had individuals experience emotional distress when using VRI and live ASL interpreters are not available.”

“I would like to share my personal experience utilizing VRI in a medical setting. When I stayed during the week at the hospital, did not have a live interpreter during my admission until the end of the week. Using the VRI was not helpful. There were technical glitches, inexperienced hospital staff not knowing how to use it and the list is ongoing. I’ve had gastroenterologist, hematologist considering an operation which was not necessary. I found out that I had a blood clot in my kidney when an interpreter was available at the end of the week. It was humiliating, condescending and unfair to deal with additional cost paying to stay for a week which could have been resolved within a few days.”
“I want to talk about VRI. I live in Framingham. And my daughter last year went to the emergency room and they used VRI. It didn't work. Technology wasn't good because the interpreter [on the screen] was very small, it was hard even for me to see the interpreter, and we couldn't get the interpreter larger. Also it was hard to understand the interpreter was really not qualified to interpret. And it was frustrating. Also, when the nurse came, for intake, we used the VRI and then the nurse left and VRI was turned off. We waited for the doctor to come, VRI was turned on, the doctor left, meant they controlled communication. I couldn't control the communication. People coming in for blood, blood work or other work, there was no  they didn't have the VRI on. And so communication was severely limited.”
Some communication barriers go beyond VRI issues:
“I've had providers who are  who are anxious about trying to communicate with me as a Deaf patient, and they might then relay a diagnosis to me, but say it in a way that is not understandable, they discuss my cancer diagnosis, but then they are not simplifying it enough for me to understand. And then they don't want to take the time to explain it to me. And they say that they can talk about it with me at a different time. It makes no sense to me. I've been sick for a long time, since the 80's, and now there has been more research done with my particular condition, there have been advancements, but me as a Deaf patient, I'm not accessing those new advancements in the same kind of speed that other patients get. And it is  and it can be very difficult and it also can be very scary. It would be great if I could learn indepth my condition, and understand it better when I go and talk with my provider.” 
C. Challenges living independently in a community
Managing one’s own life and health care can be a challenge for D/DB/HOH/LD people.
Many participants detailed the increased stress they feel from having to navigate not only a complicated healthcare system, but also one that doesn’t provide many resources for navigation for Deaf people. 
“We struggle with acceptance, social norms, isolation, advocacy, work barriers, relationship difficulties, and everyday activities such as running. The amount of energy can even be a second job because, of the extra attention we have to give to our surroundings.”

“I might have to go to a specialist for whatever reason, and the MassHealth wouldn't cover those services necessarily, and it gets very confusing in terms of how referrals are made; and I keep getting bounced around in the system and I feel what is the point of doing this any longer? I feel like I can't even manage my own healthcare because of this, because of the confusion. It is a terrible situation. That is how I feel. It is very  it is very demoralizing for me, and I don't feel like I want to deal with this any longer.”
One key point related to transportation, which is especially difficult for individuals who experience communication barriers. One participant describes their interaction with public transportation below. 
“I ride the bus, it is very difficult as a person with low vision, ah, difficult to make sure that I'm standing at the correct bus stop, and getting on the correct bus when I can't read the signs, and it is a very frustrating experience. I travel through Kenmore Square and make sure that I can get onto the Red Line, but it is a very difficult thing. I feel like the signage for the MBTA must be more accessible for people with low vision. It is not. I've had some very negative experiences in the past dealing with transportation, and it is largely due to the MBTA.” 
Financial stress impacts D/DB/HOH/LD people differently.
Especially for people who are often interacting with the healthcare world, with lots of doctors’ appointments, financial stresses came up many times. Specifically, in relation to insurance, as described below: 
“I have a private insurance from work and my salary is fairly good. The copays I can't afford. I have to spend a lot of money for the copays. I have an appointment every two weeks  twiceaweek. And I'm very fortunate that the hospital, uhm, reduces its fees for me. But with the dentist it is very difficult. And I just  for the copays, I just pay way too much. It is hard on my salary to pay the copays like that.”
“I'm covered under MassHealth because I am currently on retirement. I don't necessarily feel it is the best coverage. I have outofpocket costs for prescriptions. It could be in the $200 range. And that is expensive.”

“I think some policies for folks on disability are really unfair. Like paying taxes for instance why if we are abiding a certain pay structure from ticket to work program earning only 680 per month why do we pay taxes on top of it all?”

Lack of D/DB/HOH/LD representation among providers
One other challenge that continually arose as a difficulty within the community was the lack of healthcare providers who are D/DB/HOH/LD. Participants believe that a D/DB/HOH/LD provider would best understand their circumstances. 
“A non-hearing-impaired clinician wouldn't understand that depression, anxiety, social related trauma and adjustment disorders are very common within the community. There are a lot of misdiagnoses as well, for example, ringing in the ears is a very common symptom in people with hearing loss etc., I get them here and there. If a person with these symptoms told their MD/PhD/LMHC who's isn't hearing impaired they would come up with a diagnosis of Schizophrenia or something damaging to this person that would stick with them for the rest of their lives.”

“My issue is, that as a patient within the mental health sector it is very hard to find a clinician that is themselves hearing impaired. I find that a lot of clinicians themselves do not understand the difficulties that people with the Deaf/LD/HOH struggle with on a daily basis.”

5. Community survey
As part of this needs assessment, we conducted a community survey. The survey was completed by attendees of the community forum, and was also distributed more widely to members of the D/DB/HOH/LD community by DEAF, Inc. Attendees at the forum completed the survey on paper, as the forum moderator, Jill Hatcher, administered it in ASL from the front of the room. The survey was transcribed in real time by the CART reporter and interpreted from ASL to English by interpreters (all the specific types of interpreters present are described in the community forum section). Attendees recorded their answers on the paper survey and gave them to staff when completed. DEAF, Inc. also emailed the survey, accompanied by an ASL vlog explaining its purpose (and that of the forum), to agencies serving Deaf people in MA, including Deaf and Hard of Hearing Independent Living Services (DHILS) agencies, the Department of Mental Health, and the MA Commission for the Deaf and Hard of Hearing. DEAF, Inc. also sent the survey out to the Deaf community listserv, with almost 3,000 subscribers Massachusetts and New England. The electronic version was compatible with screen readers and a large-print version (also clickable) was available. The survey was also posted on the DEAF, Inc. agency website and Facebook page and hard copies-- including Braille and large-print versions-- were available at the front desk and throughout DEAF, Inc. DEAF, Inc. staff also held special workshops so consumers who needed the questions presented to them in ASL were able to complete it. 
The survey was based on the survey conducted for the original Health Needs Assessment of People with Disabilities Living in Massachusetts, 2013. It was modified by Jill Hatcher of DEAF, Inc. to be appropriate and accessible for the D/DB/HOH/LD community in several important ways:
· Question wording was clarified to be more understandable to people whose first language is not English.
· Emoticons were added to response categories.
· Some inapplicable questions were removed.

A set of questions about discrimination adapted from the Behavioral Risk Factor Surveillance Survey (BRFSS) was included. A question about employment was also included in this iteration of the survey. The survey gathered basic demographic data, and asked about participants’ perceptions of the importance of each of the health issues for people with disabilities in their communities. For each health issue, survey respondents were asked to identify whether each health issue was a “Small Problem,” a “Big Problem,” or “No Problem,” with accompanying emoticons. Respondents could also reply “Don’t Know.” The questions on health issues focused on accessing health insurance, finding a doctor who is sensitive to disability issues, dental care, mental health services, and transportation, among others. Respondents were also given an open-ended response option if they had anything else they wanted to add regarding the health needs of people living with disabilities in their communities. Participation in the survey was voluntary. The survey instrument is included in Appendix 2.
The survey was intended for people who:
· Are members of the D/DB/HOH/LD community in Massachusetts; 
· Are caregivers or guardians of D/DB/HOH/LD children; 
· Are advocates, or staff at community-based organizations or state and/or local government offices that serve D/DB/HOH/LD people; 
· Are academic researchers, physicians, public health professionals, health and wellness promotion specialists, health administrators or health policy experts; or 
· Have an interest in the health of D/DB/HOH/LD people in Massachusetts. 

Respondents
The survey was completed by 70 respondents; these included respondents who completed the survey at the forum and also those who sent their responses in later. Of those who filled out the survey, 80% identified as Deaf/DeafBlind/Hard of Hearing/Late-Deafened (D/DB/HOH/LD), 34% reported working at an organization that works with D/DB/HOH/LD people, 20% identified as a community leader, and 21% identified as “other.” Other response categories are not reported for confidentiality reasons. Respondents could choose all applicable categories; therefore the percentages do not add up to 100. 
Of those who filled out the survey, 53% identified as being Deaf. Other categories include Hard of Hearing, DeafBlind, Late-Deafened, oral deaf, hearing, low-vision, legally blind, and “other;” however we are not reporting those response rates for confidentiality purposes. 
Regarding gender distributions, 61% of respondents identified as female. In terms of other demographics, 50% identified as heterosexual. Gay/lesbian, bisexual, and “other” are not reported for confidentiality purposes. Age distribution resulted in 26% who were 45-54 years old and 26% who were 55-64. Other age categories are not reported for confidentiality reasons. A majority (53%) reported American ethnicity, and 69% were white. Other categories are not reported for confidentiality reasons. 
Discrimination
Participants were asked four questions about how they felt they were treated compared to hearing people. Almost a quarter of participants (21%) reported being treated worse than hearing people at work during the last 12 months, while 29% reported being treated worse than hearing people when seeking health care during the last 12 months. It is important to note that these percentages seem low in consideration of the qualitative findings from the community forum where many participants voiced extremely negative experiences during encounters with the healthcare system. There are several possible explanations for these lower-than-expected percentages of people reporting poor treatment. First, the term “treated worse” is a difficult one to convey in ASL without giving situational examples (many survey respondents completed the survey at the community forum where it was interpreted into ASL). We were limited in the amount of explanation we could provide by not wanting to bias responses.  So it is possible that this question was not interpreted as intended. Many Deaf people work at places where there are other Deaf people, such as organizations like DEAF, Inc. that are inherently more inclusive.  Those who are by themselves in an all-hearing workplace are likely to be isolated and/or not aware they are being treated worse (i.e., You don’t know what you don’t know). Finally, many people in the D/DB/HOH/LD community experience poor treatment in many aspects of their lives so it is possible they have been de-sensitized to poor treatment and may tend to underreport poor treatment.        
Additionally, 47% reported experiencing physical symptoms (e.g., headaches, upset stomach) as a result of how other people talked or behaved towards them because of deafness in the last 30 days. 59% reported feeling emotionally upset, sad, or frustrated after how other people talked or behaved toward them because of deafness.
Top five “Big Problems”
The top five issues identified by respondents as “Big Problems” for D/DB/HOH/LD people in MA were: finding jobs (80% reported this as a “Big Problem”), finding housing they can afford (71%), finding a doctor who provides accessible communication (e.g., ASL/Deaf interpreters, large print) (68%), finding a doctor who understands how to work with Deaf patients (67%), and finding a mental health provider (61%). 


6. Summary
Although the needs assessment conducted in 2013 provides a useful overall picture of the needs of adults with disabilities in Massachusetts, there are many different types of disabilities and not all of them interact with the healthcare field in the same ways. Therefore, it is important to examine the needs and experiences of subpopulations of people with disabilities, especially those who might not be well-represented in traditional data collection efforts. People who are Deaf/DeafBlind/Hard of Hearing/Late-Deafened are often under-represented in data collection efforts, sometimes falling into incorrect disability categories, or not recognized as a unique category on their own. Therefore, we conducted this supplemental needs assessment, which included analysis of the 2015 American Community Survey (which includes data about individuals who are Deaf and Hard of Hearing), as well as a community forum. 
The American Community Survey (ACS) is an ongoing survey conducted by the U.S. Census Bureau that collects information about state and federal community demographics. The survey differentiates by disability type, and denotes a person who is Deaf or Hard of Hearing using the question, “Is this person deaf or does he/she have serious hearing difficulty?” We analyzed ACS data of DHH respondents in Massachusetts. We found that survey participants were more likely to report being Deaf or Hard of Hearing if they were a) older, b) White/non-Hispanic, or c) male. We also found that just over half (51%) of all individuals who reported being Deaf or Hard of Hearing were employed in Massachusetts, though only 36% reported full-time employment. On the opposite side of employment, we found that 20% of the DHH community of working age (21-64) reported living below the poverty line. 
The community forum was conducted at DEAF, Inc., in Allston, MA. Forum participants completed surveys asking whether they considered various issues and health indicators to be problematic for adults with hearing difficulties in Massachusetts. Issues of importance were identified by how many participants rated the issue as a “Big Problem” for the DHH community. The top five issues identified by respondents as “Big Problems” for D/DB/HOH/LD people in MA were: finding jobs (80% reported as a “Big Problem”), finding housing they can afford (71%), finding a doctor who provides accessible communication (e.g., ASL/Deaf interpreters, large print) (68%), finding a doctor who understands how to work with Deaf patients (67%), and finding a mental health provider (61%). 
[image: ]Community forum participants (and those who filled out the survey later) reported significant difficulty with navigating the healthcare and social services systems, with particular challenges reported in coordinating needed supports across systems. Examples provided by participants included requesting interpreter services and not being provided with either the correct type or any at all, and lack of understanding among healthcare providers and staff about the most appropriate communication services and why others (such as VRI) may not be adequate or appropriate. 
Participants also noted that healthcare services are often not close enough because of having to go further for accessible services. As stated by one participant, “… It is just a waste of time. I want to be able to go to a provider in my area. And if I get sick, I need someone right away and I can't do that.” Specifically for services that are time-sensitive, many participants reflected on challenges in obtaining care in a timely manner. One participant recalled, “The Franklin office was actually willing to provide interpreters. The Framingham office was not. Which meant that he had to travel much further. My father doesn't drive. He can't drive himself to Franklin. We needed to stay in Framingham. We had to figure out the interpreter schedule, figure out their availability, see if, in fact, that interpreter from Franklin could make it to Framingham… and it would have had to happen… a long time later… and my father had to be seen very quickly for this hand problem.” Many forum participants discussed transportation and other logistical barriers that impacted access. Figure 1: This figure shows a “word cloud” from the open-ended survey responses. A word cloud is a visual representation of text based on how often words are used. The size of the word indicates how frequently that word was used in the text. The purpose of a word cloud is to give a brief broad summary of the content of a body of text. In order from largest to smallest, the words are health, ASL, communication, vri, people, care, time, hearing, high, sign, interpreting, time, insurance.

In addition to geographic barriers, many participants voiced concern over attitudinal prejudices and refusal of services from healthcare professionals because of their hearing difficulties. As exemplified by one participant, “After setting up the appointment, we request for an interpreter and was told that the office cannot do that. They told us that the consumer can bring someone to translate… so I explained to the office about the consumer’s right to communication access at his medical appointments and then the person told me then, ‘Well then I am sorry this office not the right fit for you.’ Then she hung up on me.” Many participants described barriers to accessing any type of accommodations, even after advocating tirelessly for deserved services. 

7. Strengths and Limitations
This report has some important limitations. First, the survey responses and qualitative findings of the forum were provided by people who were connected enough to community agencies to attend a forum.  Therefore, these findings may not be representative of people who were not able to attend the forum. This phenomenon is known as selection bias, and suggests that there may be needs and challenges that we are unaware of, which should be explored further in future needs assessments.
Second, adults with disabilities are heterogeneous and diverse. Our sample is not inclusive of all the experiences of all individuals who are D/DB/HOH/LD in Massachusetts. Future assessments of the needs of adults with different types of disabilities in Massachusetts are necessary, and should include individuals with other sensory disabilities, physical disabilities, and intellectual and developmental disabilities. However, our work represents a model that could be used to conduct these future needs assessments.

It is important to note the limitations of public health surveys. This report used the American Community Survey (ACS) to describe the DHH population in Massachusetts. Although the ACS includes a DHH identifying question (as well as five other disability identifying questions), it is important to understand that the survey methodology renders it inaccessible to many DHH people. The survey is in English, however many DHH people do not speak English as their first language, or at all, so the survey may be linguistically inaccessible.  It is likely inaccessible to the DeafBlind population. Follow-up phone calls are made to telephone numbers not used by many DHH people who rely on smart phones for accessibility technologies.  The same is true of many public health surveys, and in fact, many surveys do not include identifying questions for people with disabilities and/or do not include identifiers for D/DB/HOH/LD people. This exclusion of D/DB/HOH/LD people, and people with other disabilities, is a critical problem in many public health surveys and surveillance programs. It is imperative for public health programs and policymakers to recognize people with disabilities as a heterogeneous population, and a health disparities population, and ensure their inclusion in public health data collection.

Despite these limitations, our work explores important issues among D/DB/HOH/LD individuals living in Massachusetts. We successfully identify issues and concerns that warrant further investigation, and provide documentation of important gaps in services and supports. Our method provides a template for future engagement and assessment of marginalized populations and suggests a way forward for community-engaged public health.
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Appendices
1) Community Forum on Health Access Issues for D/DB/HOH/LD People
June 26, 2016, 2:00 – 5:00 PM
DEAF, Inc. 
2:05 – 2:10 PM:	Welcome remarks, introduce DPH/Lurie team, communication rules
2:10 – 2:15 PM:	Rachel talks about HNA project and what will be done with info from today
2:15 – 3:00 PM: 	Survey
3:00 – 4:55 PM:	Forum
4:55 PM:		Thank DPH/Lurie, terps/CART, volunteers, and all who came. 
Remind registrants to pick up their gift cards at the check-in table.
The goal of this forum is to be as comprehensive as possible, to cover as many aspects of access barriers as time permits. We will start with several specific topics related to health issues and barriers – such as transportation and insurance. Then you will have an opportunity to add others that you feel are important. Towards the end of the forum, we will shift the discussion to possible approaches the state can take to remove these barriers.
1. Discussion on barriers to healthcare access
a. Does your health insurance cover all the services you need?
Prompt: Are all of the medical services you need covered by your insurance? Do you pay out-of-pocket for a lot of things? Can you find a doctor in your network?
b. Are there any issues with transportation to get health care?
Prompt: Do you have someone to take you to get health care? Do you have medical transportation services set up (like the RIDE)?
c. Are there any issues that make it difficult for you to improve your health?
Prompts: are you able to access health programs such as weight loss or peer support groups? Community nutrition education (e.g., Whole Foods)? Do you feel that providers withhold information about resources and programs so they don’t need to provide accommodations? How do those issues put your health at risk?

d. Do you have trouble finding health care providers that meet your needs?
Prompts: If so is it because you don’t feel comfortable with them? Do you travel long distances so you can keep seeing a specific doctor? Do healthcare providers adapt to your needs, such as longer appt times?
If needed: a health care provider is more than just your PCP/regular doctor. Think of others like dentists, eye doctors, psychologists, psychiatrists, addiction counselors, home health aides, visiting nurses, and others.
e. Are there other health issues or barriers that we have not yet discussed? 
2. IF TIME PERMITS: Why do you think these barriers exist? Do you think it’s fair or not? (refer to list)
Prompts: Audism
3. How can the state remove these barriers to health?
4. Do you know of any programs that have been successful at addressing some of these needs? What are they?
5. IF TIME PERMITS: Any other health issues not yet discussed? Any health issues specific to certain sub-groups?





2) Health Needs Assessment for People with Disabilities, Massachusetts 2016 

The MA Department of Public Health is doing this survey because we want to understand the health needs of people with disabilities living in MA, including Deaf, DeafBlind, Hard of Hearing, and Late-Deafened (D/DB/HOH/LD) people. 

The information you provide will help us prioritize and plan for future programs and services that will improve the health of people with disabilities, including D/DB/HOH/LD people.

This survey is optional. All responses will be anonymous (no name). If you take this survey, DPH cannot identify you. 

Your opinion is important! There is no right or wrong answer. Simply tell us what you think.

If you have questions about this survey, please contact Monika Mitra at MMitra@brandeis.edu or 781-736-3807.



Background
1. Please describe yourself (check all that apply): 
· I am a D/DB/HOH/LD person [Go to 2]
· I am the guardian/caregiver of a D/DB/HOH/LD person [Go to 2]
· I work at an organization (agency/provider/advocate) that works with D/DB/HOH/LD people 

· I am staff at government agency
· I am a community leader
· Other ____________________________________________

1a. Who does your organization serve?
	(check all that apply)
· People with physical disabilities
· People with intellectual or developmental disabilities
· People with mental illness
· People who are D/DB/HOH/LD
· People who are blind
· Children with disabilities
· Youth with disabilities
· Older adults with disabilities
· Other____________________________________________

2. Do you live in Massachusetts? 
· 
· Yes
· No

 
Health Issues
3. Do you think it is a problem for D/DB/HOH/LD people in MA to get health insurance?
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know

4. Is it a problem for D/DB/HOH/LD people in MA to find a doctor that accepts MassHealth, Medicaid, Medicare, or other public health insurance?

· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know


5. Is it a problem for D/DB/HOH/LD people in MA to find a doctor that accepts private health insurance (ex: Blue Cross Blue Shield, Tufts Health Plan, Neighborhood Health Plan)?

· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know

6. Do you think it is a problem for D/DB/HOH/LD people in MA to find a doctor who understands how to work with Deaf patients? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know

7. Is it a problem for D/DB/HOH/LD people in MA to find a dentist?
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
 
8. Is it a problem for D/DB/HOH/LD people in MA to find a mental health provider? (ex: therapists, counselors, psychiatrists, etc.)
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
 
9. Is it a problem for D/DB/HOH/LD people in MA to get mental health services that fit their needs? (ex: group homes, peer support, etc.)? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
 
10. Is it a problem for D/DB/HOH/LD people in MA to pay for prescription (Rx) medications? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
 
11. Is it a problem for D/DB/HOH/LD people in MA to control health conditions? (ex: diabetes, high blood pressure, or asthma) 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know


12. Is it a problem for D/DB/HOH/LD people in MA to get routine/regular medical tests? (ex: mammogram, colonoscopy, sexually transmitted infections) 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know

13. Is it a problem for D/DB/HOH/LD people in MA to get vaccines? (ex: flu vaccine, HPV vaccine, pneumonia vaccine) 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know

14. For D/DB/HOH/LD people in MA, is it a problem to find a doctor’s office that is physically accessible? (ex: has wheelchair ramps, etc.) 
Note: Communication access is addressed in the next question.
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know


15. Is it a problem for D/DB/HOH/LD people in MA to find a doctor that is communication accessible? (ex: American Sign Language, Deaf interpreters, large print, Braille, or CART)? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know


16. Is it a problem for D/DB/HOH/LD people in MA to find transportation to doctor’s appointments?
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
17. Is it a problem for D/DB/HOH/LD people in MA to get durable medical equipment? (ex: wheelchairs, scooters, hospital beds, walkers, etc.)
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
 
18. Is it a problem for D/DB/HOH/LD people in MA who experience violence or abuse to find accessible supports and programs? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
 
19. Is it a problem for D/DB/HOH/LD people in MA to find housing that they can afford? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know
 
20. Is it a problem for D/DB/HOH/LD people in MA to find a food store that sells fruits and vegetables and other healthy foods? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know


21. Is it a problem for D/DB/HOH/LD people in MA to find jobs? 
· 
· [image: Smiling Face With Smiling Eyes]no problem
· [image: Confused Face]small problem
· [image: Angry Face]big problem
· [image: Thinking Face]don't know

22. Choose the top 5 biggest problems that affect health for D/DB/HOH/LD people in MA. 
· Having enough money for housing that is physically accessible (ex: flashing signalers)
· Access at doctor's offices
· Access at gyms or places to get physical exercise
· Access to healthy food such as fruits or vegetables
· Accessible public transportation
· Health insurance coverage
· Having enough money for prescription drugs
· Cancer 
· Dental care 
· Diabetes
· Drug and alcohol abuse
· Getting durable medical equipment (blood sugar monitors, crutches, etc.)
· Jobs
· Heart disease (stroke, high blood pressure, etc.)
· Infectious/contagious disease (tuberculosis, pneumonia, flu, etc.)
· Good public schools
· Safe neighborhoods
· Sexually transmitted infections (HIV/AIDS, chlamydia, etc,)
· Smoking
· Teen pregnancy
· Vaccinations
· Violence (gangs, street or domestic violence)
· Overweight or obesity
· Aging problems (Alzheimer's, arthritis, dementia, etc.)
· Asthma
· Mental health issues (anxiety, depression, etc.) 
· Other (please specify) ____________________________________________

23. Do you have any other comments about the health needs of D/DB/HOH/LD people in MA?
 		________________________________________________________________________

________________________________________________________________________
Discrimination


24. a) Select the answer that best fits how you identify yourself. (Select all that apply)
· 
· Deaf 
· DeafBlind 
· Hard of Hearing
· Late-Deafened
· Oral Deaf
· Hearing
· Other (please specify): ______________
· 

24b) Do you have vision loss that impacts your ability to access healthcare?
· No
· Low-vision
· Legally blind

25. Within the past 12 months at work, select the best answer that describes how you feel you were treated compared to hearing people. 
· I did not work in the past 12 months
· I was treated worse than people who are hearing 
· I was treated worse than some hearing people but better than other hearing people 
· I was treated the same as hearing people 
· I was treated better than people who are hearing 
· Don’t know / Not sure 

26. Within the past 12 months, when seeking health care, select the best answer that describes how you feel you were treated compared to hearing people. 
· I did not receive health care in the past 12 months 
· I was treated worse than hearing people 
· I was treated worse than some hearing people but better than other hearing people 
· I was treated the same as hearing people 
· I was treated better than hearing people 
· Don’t know / Not sure 

27. Within the past 30 days, have you experienced physical symptoms that appeared after how other people talked or behaved toward you because of your deafness? 
(Examples: headaches, upset stomach, muscle tension, pounding heart, etc.)
· Yes 
· No
·  Don’t know / Not sure
· 

28. Within the past 30 days, have you felt emotionally upset, sad, or frustrated after how other people talked or behaved toward you because of your deafness? 
· Yes 
· No
·  Don’t know / Not sure

 Background

29. In what language do you prefer to discuss your health care? 

· Albanian
· Arabic 
· ASL
· Cape Verdean Creole 
· Chinese (specify dialect) _______________
· English
· Haitian Creole
· Khmer
· Portuguese
· Russian
· Somali
· Spanish
· Vietnamese
· Pictures
· Other (specify) ________________


30. In what language do you prefer to receive printed health-related information? 
· 
· Albanian
· Arabic 
· ASL
· Cape Verdean Creole 
· Chinese (specify dialect) _______________
· English
· Haitian Creole
· Khmer
· Portuguese
· Russian
· Somali
· Spanish
· Vietnamese
· Pictures
· Other (specify) ________________


31. Select the answer that best fits you. (Select all that apply) 
· 
· Male
· Female
· Transgender
· Other (please indicate) ___________________________
· Prefer not to respond


32. Select the answer that best fits you. (Select all that apply)
· Heterosexual/straight
· Gay or lesbian
· Bisexual
· Other: _________________
· Prefer not to respond


33. What is your age? 

· 18-24 years
· 25-34 years
· 35-44 years
· 45-54 years
· 55-64 years
· 65 years and older
 
34. What is your ethnicity? (select all that apply) 

· African (specify) _______________
· African American
· American
· Asian Indian
· Brazilian
· Cambodian
· Cape Verdean
· Caribbean Islander (specify) ___________________________
· Chinese
· Colombian
· Cuban
· Dominican
· European 
· Filipino 
· Guatemalan
· Haitian
· Honduran
· Japanese
· Korean
· Laotion
· Mexican, Mexican Amer., Chicano
· Middle Eastern (specify) ___________________________
· Portuguese
· Puerto Rican
· Russian
· Salvadoran 
· Vietnamese 
· Unknown/not specified
· Other (specify) _______________________

35. What is your race? (check all that apply) 
· 
· Black
· Hispanic/Latino/Black
· Hispanic/Latino/White
· Hispanic/Latino/Other
· White
· American Indian/Alaska Native
· Asian
· Native Hawaiian or other Pacific Islander (specify) ______________
· Other (specify) ________________
· Unknown/not specified

Chart 2: Prevalence by Age: Females

4 years or younger	5-15 years	16-20 years	21-64 years	65-74 years	75+ years	8.9999999999999993E-3	7.0000000000000001E-3	7.0000000000000001E-3	1.4E-2	5.1999999999999998E-2	0.20200000000000001	

Chart 3: Deaf or Hard of Hearing Residents in MA by Race, 2015

White/non-Hispanic	Black/non-Hispanic	Native American/Alaska Native	Asian	3.7999999999999999E-2	2.1000000000000001E-2	2.8000000000000001E-2	1.2E-2	


Chart 4: Working-age Resident Employment Statuses, 2015

Full-time employment 	Employed 	Unemployed, actively looking for work 	0.36099999999999999	0.505	9.2999999999999999E-2	


Chart 5: Living Below Poverty Line, 2015
Living below poverty line	


Hearing disability	Any disability 	0.19700000000000001	0.28100000000000003	


Chart 6: Top Five Issues Identified by Respondents as "Big Problems" for D/DB/HOH/LD People in MA

Finding jobs	Finding affordable housing	Finding a doctor that is communication accessible 	Finding a doctor who understands how to work with Deaf patients	Finding a mental health provider 	0.8	0.71	0.68	0.67	0.61	


Chart 1: Prevalence by Age: Males

4 years or younger	5-15 years	16-20 years	21-64 years	65-74 years	75+ years	8.0000000000000002E-3	7.0000000000000001E-3	7.0000000000000001E-3	1.9E-2	0.106	0.26600000000000001	
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