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[Music by Molly Joyce 00:00 – 00:14]
Nick:
Welcome to Included, the disability equity podcast, brought to you by the Johns Hopkins University Disability Health Research Center. This podcast challenges stereotypes of disability by sharing stories, data, and news. Each episode digs deep into topics to offer diverse perspectives and expertise to expand your view of disability. 
Bonnie:
We’re your hosts. I'm Bonnielin Swenor, director of the Johns Hopkins Disability Health Research Center. 
Nick:
I'm Nick Reed, assistant professor at Johns Hopkins University Bloomberg School of Public Health. On this episode of Included, we welcome Dr. Lisa Iezzoni back to our show to talk about her recently released book, Making Their Days Happen: Personal Assistant Services Supporting People with Disability Living in Their Homes and Communities. 
Dr. Iezzoni is a professor of medicine at Harvard Medical School and an internationally recognized health services researcher. She was co-director of research in the Division of General Medicine and Primary Care at Boston’s Beth Israel Deaconess Medical Center, before moving to Massachusetts General Hospital where she served for nine years as the director of the Mongan Institute for Health Policy. She’s a member of the National Academy of Medicine. Dr. Iezzoni has authored numerous books, including When Walking Fails: Mobility Impairments of Adults with Chronic Conditions, and More Than Ramps: A Guide to Improving Healthcare Quality and Access for People with Disabilities. Today, we are excited to discuss her latest release. Dr. Iezzoni, thank you so much for joining us again. 

Lisa:
Thank you for having me, Nick and Bonnie. 

Nick:
I was wondering if we can just start from a big picture. Could you share a little bit about your motivation for this book? 

Lisa:
Well, I don’t know about the two of you, but I often get my ideas for my research from the people that I hang out with, and so that was very much the case here. I have been, since 2009, friends with a man named Michael, who lives in Princeton Junction, New Jersey. He was 55 when we met and had had primary progressive MS since age 42. He was a physicist and had to retire at age 50 because of disability. Several years earlier, he had divorced and moved into his own home alone, but he had done lots of research about how to make it accessible. He went to the Disability Expo when it came to a nearby town, found out all the different technologies, like ceiling-mounted lift devices, and spent most of his retirement savings on adapting his new home, but on his fixed income, he had only enough money for about three hours of personal care assistants, or PCA supports, per day, from 6:00 to 7:30 every morning, and 9:30 to 11:00 at night, which he got from one of those franchised personal assistants agencies that had those warm and fuzzy names that you probably heard about that have sprung up nationwide. 
At the time we met, Michael was quadriplegic with just a tiny bit of residual right-hand function, even though he was lefthanded. During the day, he would sometimes go without food or water from about 7:30 a.m. to 9:30 p.m. Now, I live outside of Boston, so I witnessed this from about 250 miles away and wondered how I could help. I thought, “Look, I'm this health policy person. I should know what to do,” but I quickly found out that there are few options for someone like Michael who, at the time, had only Medicare coverage and did not have family or friends to serve as unpaid or informal caregivers. Of course, I got a grant to do more research, which led to this book. 
Nick:
I love that. Of course. Of course you got a grant. [Laughter]

Lisa:
I was fortunate enough. The Gordon and Betty Moore Foundation gave me a grant, and they explicitly wanted me to do a policy synthesis about paid home-based persona assistant services, or PAS. As you might know, about 75 percent of in-home support for activities of daily living for people with significant disability is provided by family members or friends, but family demographic and other factors are changing. They mean that now many people, and many more in the coming decades, will need KPAS, so I convinced the Gordon and Betty Moore Foundation, which was really generous, that I couldn’t do this topic justice without talking to actual people, both PAS consumers and workers. 
They said, “Okay. Do that so long as it won’t cost more for the grant,” and so I managed to carve out some money to support interviews, and I love doing the interviews myself, so I spoke to about 21 disabled people receiving PAS and 20 personal care assistants. The goal of the book is really to describe the policies that govern paid PAS and make the point from the stories that all policy is personal. Every policy directly affects individual people. These policies, therefore, have a great impact on the sense both of disabled people and personal care assistants, on their dignity and quality of life.
Bonnie:
Yeah, that’s amazing, Lisa, and no surprise to anyone who knows you, that story about how you got all of this—both your motivation and how you got the funding to do this really important work. Thank you for sharing that, and thank you for doing this work. You just shared with us the goal and the mission of the book, to some degree, and you talked a little bit about the policies relating to personal assistant services, or PAS, that affect disabled people needing PAS, but can you give some more examples of how those policies might affect or impact individual people with disabilities? 

Lisa:
Of course, I can. Thanks. There’s a lot there, so let me just give you some highlights since we don’t have infinite amount of time. First, although there are long-term care insurance policies that do support in-home personal care assistants, they are vanishingly rare. Furthermore, most of them do not cover the number of hours that somebody with a level disability like Michael would need, so most people are left to pay for PAS on their own. A lot of people don’t really realize this, but Medicare does not cover PAS, except in very narrow circumstances, and neither do private insurers, and the costs really mount up, especially if you need multiple hours per day. 
Therefore, you find people like Michael, when I first met him, paying out of pocket for what he could afford, which at that point was only three hours a day, which might be considerably less than they need. Medicaid is the largest public payer for paid PAS, but its policies are very complicated and vary a lot by state, and Medicaid can be hard for people to get. Medicaid typically determines how many PCA hours individual people with disabilities get weekly or monthly, and some of the people that I interviewed had to go back to their Medicaid programs and say, “Look. This isn’t enough. You need to reassess me because I just don’t have sufficient hours to be able to support myself at home.” Many states pay low wages to their PCAs, and so if people live in high-cost areas, some interviewees had to supplement the hourly wages themselves to try to attract workers, to be able to find people to do their jobs for them. 
Now, some states, and it varies by state, and there’s all sorts of different waiver policies, will pay family members to provide the PAS, but again, that varies by state, and states vary by which family members they will agree to pay for providing PAS to Medicaid beneficiaries. Finally, a whole set of policies relate to what primarily agency personal care assistants can provide, and those are called Nurse Practice Act Regulations. These are state-specific acts that delineate what nonprofessional staff are allowed to perform, so Nurse Practice Act provisions do not apply when consumers self-direct their PCAs, but they do apply to PCAs from agencies, and this can be a big problem. For example, when I saw all of Michael’s problems that he was having without adequate PAS support, I said, “Look, Michael. Why don’t you join a PACE program?” 
PACE is Program of All-Inclusive Care for the Elderly. It’s for people who are either Medicaid and, or Medicare beneficiaries who are 55 plus and are nursing home certifiable. Typically, it requires the members to go to adult daycare, and they usually transport them there. PACE programs require people to use the PACE doctors, and Michael was fortunate enough to get into his local PACE program. He refused to do the adult daycare. He wanted to hang out in the communities, but he got 10 hours of PAS supports per day from PACE, and so the program really initially worked tremendously well for him. However, several years after he joined the PACE program, he developed a severe neurogenic pain syndrome that, if you looked at his face, he was just in excruciating pain, and he needed twice-daily medications on something called oxcarbazepine, which PACE required a nurse to administer. 
They said that his PCAs could not give Michael the other dose, and because he had one nurse visit a day, and so they said, “Okay. The nurse can give you this pill in the morning, but your PCAs can’t give it to you at night, and if you need a nighttime dose, we’re gonna put you into a nursing home.” Michael didn’t wanna go into a nursing home, obviously, so he figured out a workaround, which was he put a gooseneck kind of clipped to the edge of the countertop in his kitchen, and he attached a straw to the end of the gooseneck, and the straw aperture was big enough that a pill could fit into it, and so his morning home nurse would put the second pill into the straw tip, which Michael would ride his wheelchair by later in the day and snag the pill with his teeth. PACE, fortunately, allowed his PCAs to give him water so he could swallow the pill, but otherwise, because of the Nurse Practice Act Regulations, they would’ve put him into a nursing home. 
Nick:
Sorry, I'm taking in that story. That’s amazing. This is such an intimate relationship. In the book, I think you go into the intimacy of the interactions between disabled people and their PCAs. What are some similarities in how disabled people and their PCAs view this relationship, and what are the differences in their perceptions of the relationship? 
Lisa: 
Yeah. You know, Nick, that’s such a great point. I think, though, before I go into that, I need to tell you something about PCAs. The main thing is that PCAs are low-wage workers. They also often get pretty meager work benefits. The vast majority, almost 90 percent, are women. Sixty percent are people of color, and roughly one in four is an immigrant. About a fifth live under the federal poverty level, so virtually every PCA who I interviewed had two or three jobs to make ends meet. There’s just this enormous mismatch between how consumers value the PCA supports. People for Michael, for example, he literally could not live without his PCAs and the low value that society places on this essential work, based on the wages that they give and the prestige that is accorded to PCAs. 
There are some PCAs who work in the so-called gray market where they are hired directly by a consumer with a disability or their family, and sometimes this can work out well, but especially if the PCA is an immigrant or undocumented, and so a family thinks, “Oh, this is great. We can get this person for less money.” These PCAs can really be at risk for exploitation and for abuse. There’s another policy for PCAs that I need to kind of raise before we talk about the relationships, and that is that going all the way back to 1938, when the Federal Labor Standards Act was passed, which oversaw wages and work hours for workers in the United States, it did not cover domestic workers. There’s a long and complicated history why that was. A lot of it was sexist and racist. 
By the time we got to 1974 when Congress revised the Federal Labor Standards Act, they finally included domestic workers, but with one exception. That exception was something that they called companionship services. They viewed PCAs as providing companionship services rather than labor, so they didn’t protect PCAs. There were decades more of complicated wrangling to be able to give PCAs Federal Labor Standards Act protections. There were multiple federal and even Supreme Court cases, and there were strong union advocacy, for example, from the Service Employees International Union, but finally, in 2016, Federal Labor Standards Act rulings gave PCAs wage and hour protections after some additional waiting. There’s been this ironic result, though, and that is that Medicaid and agencies, now that the new protections are in place, do not want PCAs to work more than 40 hours because then they would need to pay them overtime pay, so some of the PCAs who I interviewed work for multiple agencies, so they wouldn’t go over 40 hours for any one agency, but they are still working long hours without overtime in total, often still with sparse benefits. Let me stop there, see if you have any questions, and then I can plunge into the relationships because they are really so intimate. 
Bonnie:
Yeah. Thank you for elevating that. I think that’s what I appreciated so much about this book is the two-sidedness of what you discuss. This is a relationship. It is the person with the disability and the PCA, and talking about the power imbalances that both are facing in different ways. These are both very oppressed groups here working together, and I think that, to me, was so striking and clear in the quotes in the book and in the way that you presented this, and what you just shared. PCAs are largely coming from underrepresented groups, working for people with disabilities, who are largely underrepresented on disability status, let alone all the other identities that we share. 
Lisa:
Yeah, exactly. Bonnie, I can get into it more in a minute if you want me to, but so often it was so hard for consumers to find PCAs that they found PCAs from even more disadvantaged groups, like people who had been formally incarcerated, sex workers, people who were having trouble getting jobs but found that they could establish a really good working relationship with consumers with disability who, as some of them said to me, “It’s kinda hard to be the boss when you’re there naked in front of the PCA.” It’s just this kind of—it’s this weird kind of power imbalance, but the point is that these relationships are just incredibly intimate. 
Now, in the book, I go back a tiny bit to what the original proponents of the independent living movement thought because the original proponents of independent living thought, “Okay. Let’s have these services be transactional,” that people with disabilities would tell the PCAs what to do. The PCAs would do those tasks, and then they would get paid for work. There wouldn’t be any emotion. None of the interpersonal stuff would have to come to play. It would just be a transaction, but the independent living pioneers soon figured out that it actually didn’t really work that way in these intimate relationships behind closed doors because remember that for PCAs, their workplace is the bedroom, the bathroom, the kitchen of the person with a disability, and for disabled people, this is where they get their services, their bedrooms, their bathrooms, their kitchens, typically, where there are two people alone, and so interpersonal dynamics are always going to intrude, so part four of the book has chapters with titles like Intimacy, Trust and Respect, Physical and Emotional Safety, and Money Matters, but I try to make the point that consumers and workers come to these relationships from such different perspectives. 
Nevertheless, each really seeks dignity from their own standpoints and respect, which requires both physical and emotional safety, which generally is there, but as some of the stories that I tell, is not always there. The people that I interviewed, though, were really, really generous. I was kind of brazen. I asked them all sorts of questions about the most intimate things, nudity, and being exposed to nudity, handling the basic bodily functions like bladder and bowel management, hygiene of all sorts. For women, menstrual pads were a really big issue, explicit questions about race and gender dynamics, and it was incredible how generous both disabled people and PCAs were in terms of their willingness to share these perspectives that you’ll see in the quotes that I was able to put into the book. 
One dimension was really obviously unequal, and that is that the consumers have no choice about needing PAS supports, whereas PCAs can leave the job. Given the job market right now for workers these days, in most situations, if a PCA leaves their job and wants another PCA job, they won’t have too much trouble finding that other job. The views of consumers and workers differed in another important way. Although consumers often describe long-term PCAs as being like family, only one or two workers really viewed their clients that way. PCAs instead really—although sometimes being very emotionally close to their clients, seemed to try to keep a slight professional distance. Nevertheless, among all the PCAs that I interviewed, almost all took their jobs because they genuinely wanted to help people, even with their most basic needs, like toileting and everything, and to maximize their quality of life.
Many of these women had come from families where other women in their households, like grandmothers, mothers, aunts, sisters, cousins, had also done PCA work. For some, they felt a sense of spiritual reward in doing this work. Although higher wages would help, as pretty much everyone said to me. For many consumer and PCA dyads, there was this sense of reciprocity. The PCAs would provide the supports the consumer needed, but consumers also would try to provide something extra to their PCAs when they could. For example, some well-connected consumers would try to help out PCAs with various problems, such as routine legal matters, so as you can tell, I could go on for hours, but I think I’ll stop there. 
Bonnie:
Yeah, and this I found such an interesting part of the book. The stories just I think really placed you in the homes and in the situations of people’s lives and just made this experiences seem so real, and I just thought was so important to the whole story of what you’re discussing in this book. Your book—
Nick:
I think we would love to—sorry, Bonnie. 

Bonnie:
Yeah, no. 

Nick:
I think we would love for you to go on for hours, to be honest. [Laughter]

Bonnie:
Yeah, for sure, always. 

Nick:
I’ll just put a plug in for our audience to read the book, ’cause I think there’s some really interesting stories that you have. Well, sorry. I shouldn’t say that you have—some stories that your interviewees shared with you. 

Lisa:
Yeah, I really tried to have their voices be the voice that was expressed in the book. Yeah. 

Bonnie:
Yeah, and to maybe get some further insight, it was all dimensions. You had stories around sexual relationships. You covered it all. Again, I think it was—it’s real life. It’s real-life stuff, so just—yeah. 

Lisa:
Yeah. I didn’t wanna shy away from this because it is real life stuff, but it is people’s lives that they value, and where they’re trying to make it their contributions that they want, but just to kind of focus as we kind of close up the interview, on where the policies is going, usually, authors like to have really a tidy ending to their book, but I think both of you would agree that my book didn't end in a tidy way. There isn’t really a tidy solution to what’s happening right now. Today, about 15 million Americans living at home require some personal assistance. About 8 million require supports with activities of daily living, and about 14 million require instrumental activities of daily living supports. In 2017, about 1.4 million people worked as agency home-based personal care aids. Well, another about 325,000 worked as independent providers who were hired directly by consumers, and according to OSHA, personal care assistants is gonna be one of the fastest-growing jobs in the next—well, the numbers that I was able to find was from 2018 to 2028. 
The workforce is expected to add about 1.3 million jobs, but another 6.9 million jobs will become vacant because existing workers leave the field or exit the labor force. From about 40 to 60 percent of paid personal care assistants quit after less than a year on the job, largely because of low wages compounded by meager benefits, heavy workloads, little upward career mobility, and high transportation costs. 
Even though one of the things we haven't talked about is the U.S. Supreme Court ruling following the 1990 Americans with Disabilities Act in Olmstead V.L.C., which was decided in 1999. The late Ruth Bader Ginsburg wrote that ruling, and in ruling for the court’s 63 majority, she said that under Title II of the Americans with Disabilities Act, people with disability have a Constitutional right to live in the community if they want to rather than being institutionalized. However, Justice Ginsburg’s hands were tied in this ruling in the following sense that the Supreme Court has no authority over state Medicaid budgets to require them to pay for these supports. This ruling also addressed people on Medicaid, but what about other people who aren’t on Medicaid who might have the same civil right but no way to pay for it? The payment estimate concern is just a really, really huge one, so just a lot of kind of unresolved policy issues that will really haunt us in the decades ahead. 
Bonnie:
Yeah, absolutely. Thank you for elevating that and bringing in Olmstead. I think that’s so important for the audience to understand in the issues moving forward. It’s critical. I wanna end this conversation with you with a quote from a PCA that you called Abby in chapter nine of the book. When I read it, this quote just really stuck with me. The quote is, “There’s value in being able to help other people. If you’re good at it, a lot of clients aren’t going to care if you’re queer, a person of color, or even if you have a disability.” You prominently feature this quote, and so I'm curious. What did Abby’s comment mean to you? 

Lisa:
Well, Bonnie, it was just really moving to me that you picked up on Abby because she was just this amazing person to interview, and so I tell her story at some length in the book. The quote, to me, speaks about dignity and reciprocity, that Abby finds dignity and value in the work that she does, but she also clearly feels that her clients respect her competence and the way that she intentionally does her job specifically following exactly what her clients want her to do, so she can give them dignity. One of the things is, do you like your t-shirt tucked in or not tucked in? You want it exactly the way you want it, and Abby is the kind of PCA who will make sure that that t-shirt is exactly how you want it. 
She told me that she herself has a mental health disability which sometimes affects her ability to arrive for work on time and be at her best, but she literally has worked for some of her consumers for decades, and they know that she does a good job for them, supports their dignity, and so in reciprocity, when she’s having these issues of her own, they cut her a little slack. Abby actually told me right after that quote that it’s this feeling of mutual respect from her clients that keeps her doing the work. 

Nick:
That’s an amazing personal story. Dr. Iezzoni, thank you so much, honestly, for taking the time to talk with us today about your new book, again, titled Making Their Days Happen: Personal Assistant Services Supporting People with Disabilities Living in Their Homes and Communities. I’d like to take the last second here to put a plug in. Where can our audience buy your book, and where can they learn about all your amazing work?  

Lisa:
Oh, gosh. You know, I think it’s available from any online bookseller you can go to. Again, I'm very grateful. Let me just say that this is not a financial boondoggle for me. This is more a mission-driven effort for me. I get pennies for coffee in royalties for the book, but I just really think that pulling back the curtains on what happens in the personal care relationship is really, really important because with our aging population, this is just gonna be such a big issue in decades ahead, and so I’d love for people to just hear the stories that I’ve been able to give voice to. 
Bonnie:
Yeah, and you do that so well. Thank you so much, Lisa. I really do hope everyone gets a copy of this book. 

Lisa:
Thank you. Thank you for having me. 

Nick:
Thank you for joining us for this episode of Included: The Disability Equity podcast. Thank you to our Included podcast team and everyone who made this podcast possible, especially Prateek Gajwani, Courtesny Shimono 31:45, and our guests. Music is by Molly Joyce. 

Bonnie:
This podcast is brought to you by the Johns Hopkins Disability Health Research Center. You can learn more about our work at disabilityhealth.jhu.edu. 
[End of Audio]
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