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Introduction

For over three decades, MassHealth’s Personal Care Attendant (PCA) Program has enabled elderly and disabled Massachusetts residents to avoid institutionalization and remain in their homes. The State reinforced its commitment to providing personal care assistance to these residents in 2006 with the creation of the Massachusetts Personal Care Attendant Quality Home Care Workforce Council (hereafter referred to as the Council), which is charged with the task of making it easier for PCA consumers (those receiving services) to find and hire PCAs (those providing services).  The legislative statute authorizing the inception of the Council also mandated that every two years the Council conduct an “evaluation of the health, welfare and satisfaction with services provided of the consumers receiving long-term in-home personal care services by personal care attendants.”  In order to support these evaluations, the Council awarded contracts to JSI Research & Training Institute, Inc. (JSI) in 2008 to conduct surveys of the PCA consumers and workers. 

In the fall of 2009, JSI released a report that summarized the results of a consumer survey, focus groups and key informant interviews.  JSI found very high levels of consumer satisfaction with the program, though many consumers had significant unmet needs for additional caregiving assistance.  Consumers reported strong relationships with PCAs and a great appreciation for the services and social support that they provided.  Many consumers believed that they would not be able to remain in their homes without the services of their PCAs.  The full report and recommendations for improving the program are available on the Council’s web site (http://www.mass.gov/pca/reports/consumer_survey.htm).
This second report presents the experiences of PCA workers, as documented through results of JSI’s survey and focus groups with PCA workers.  More specifically, this report discusses the characteristics of PCA workers, the nature of PCA work, recruitment and retention, job satisfaction, and recommendations for improving the PCA job and skills of the workforce.  JSI hopes that these two reports, in conjunction with other State long-term care initiatives, will pave the way for improved care and assistance for PCA program consumers, as well as improve working conditions and compensation for PCA workers.  

The surveys and other work supporting these reports were conducted at a critical juncture in the history of the PCA program with the recent establishment of the Council and a collective bargaining agreement negotiated with the Service Employees International Union (SEIU).  JSI hopes that these reports will provide an important baseline against which future changes and progress in the program can be measured. JSI’s work also occurs in the context of a renewed dedication to improving long-term care to the elderly and disabled in Massachusetts through the state’s Community First Olmstead Initiative.  The Community First plan calls for expanded access to home and community services, such as case management, caregiver supports, and assistive technology, and treats institutionalization as a last resort.

Methods
Because no single research method would capture all of the different perspectives and issues for PCA workers in Massachusetts, a mixed method design was used for this evaluation study.  Quantitative data were collected using a telephone survey of PCA workers, and qualitative data were gathered from focus groups with workers and key informant interviews.  The qualitative data provided the context in which the quantitative data were interpreted and allowed for a better understanding of the various challenges, benefits and nuances of the PCA program from the perspective of the PCA workers.

Survey

The PCA worker survey was developed in-house at JSI.  JSI worked closely with the Council, MassHealth and Personal Care Management (PCM) agencies in elucidating the pertinent topic areas and appropriateness of questions for the project.  A literature review, as well as key informant interviews with researchers who have conducted evaluations of other state PCA programs or have collected data on similar issues from similar populations, informed the topic areas to be included in the survey.
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  For topics with no previously validated questions, JSI’s research team developed questions to target these areas.  Before finalizing the survey, readability statistics were calculated using the Flesch Reading Ease Flesch-Kincaid Grade Level statistics.  The goal was to produce a survey that could easily be understood by an individual with an 8th grade reading level.  Additionally, the survey was pilot tested with PCA workers.

 

Given the poor quality of survey sample data and knowledge obtained from other surveys of direct care workers, it was decided that telephone surveying would be the most appropriate mode to collect data.  The telephone survey was completed using CASES, a computer-assisted telephone interviewing system.  PCA worker names and contact information (phone number and residential address) were obtained with help from MassHealth from the three Fiscal Intermediaries (FIs).  Pre-notification letters were sent out to alert workers to the purpose of the project and that they were randomly selected to participate.  These pre-notification letters also gave a sense for the quality of the contact information data.  Before 2008, MassHealth had no responsibility to contact PCAs directly.  All PCA information was received via the consumer.  For this reason, many inaccurate addresses and phone numbers were contained in the database that MassHealth developed.  Letters returned as undelivered / “addressee unknown” highlighted which phone numbers were unlikely to work. 
PCA workers 18 years and older were eligible for participation in the survey.  A description of the study was read and informed consent was obtained.  The Spanish version of the PCA worker survey was used to interview Spanish-speaking PCAs who were unable to complete the English version of the survey.  The survey was in the field from December 13, 2008 to April 1, 2009 to reach the target sample size of 500 surveys completed.
 

The PCA worker sample was obtained from the local 1199 SEIU, which was originally acquired from MassHealth for all PCA workers who received a paycheck within the three months prior to the draw of sample in June 2008.  A simple random sample of nearly 4,000 PCA workers with home phone numbers was taken.  We did not stratify by geography because of the many inaccurate mailing addresses and did not stratify by FI because this variable was not included in the dataset.  Unfortunately, 65% of the sample was comprised of PCAs that were unable to be reached (phone rang, but no answer) or PCAs with wrong or disconnected phone numbers, 3% choose not to participate, 2% were unable to participate due to a language barrier, and 3 potential PCA respondents were deceased (Table 1).  In the end, we released a sample of 3,899 into CASES in order to obtain 515 interviews.  A final response rate was not calculated for this project, given the quality of the sample data.  
 

Table 1: PCA worker sample contacted for interview.

	 
	Total

	Total sample released
	3,899

	Sample closed for high call attempts (no answer)
	1,518

	Refusals
	132

	Respondents speak language not offered
	72

	Ineligible PCAs

	645

	Bad phone numbers

	1,014

	Deceased
	3

	Total Interviews
	515

	Family Member PCAs
	171

	Non-family PCAs
	344


 
Analysis of Survey Data  

After the target sample size was attained, data were cleaned, coded and analyzed by a statistician at JSI using SAS version 9 (SAS Institute, Inc., Cary NC).  PCA responses to questions were kept completely confidential and only aggregated data were presented.  For categorical variables, proportions were reported and Chi Square tests were used to determine statistically significant differences between subpopulations (p<0.05).  Continuous variables were recoded as categorical variables based on their distribution or reported as mean values.  T-tests were used to determine if statistically significant differences (p<0.05) existed between mean values for subgroups.  Data were presented overall (statewide estimates) and then stratified by: relationship between consumer and PCA worker (family member vs. friend/neighbor vs. acquaintance/stranger); region
 of Massachusetts (Southeastern MA/Cape/Islands vs. Suffolk/Northeastern MA vs. West of Worcester); Hispanic/completed survey in Spanish vs. non-Hispanic/completed survey in English; number of consumers cared for by the PCA worker (one vs. more than one); number of additional non-PCA jobs the PCA respondent currently works; how long she/he has been working as a PCA (less than five years vs. greater than five years); and whether the respondents viewed their PCA work as a career or as temporary work.  

 
Focus Groups

The goal of the focus groups was to explore selected topics in greater depth and better understand the experiences of various subgroups of PCAs.  A moderator’s guide was developed a priori to facilitate discussion and ensure uniformity of data collection across groups.  A total of three focus groups with 5 to 12 PCA workers each were conducted.  One group was comprised of PCAs who were related to consumers.  A second group included exclusively long-term PCAs (i.e. worked as a PCA for at least five years), while the third focus group included both long- and short-term PCAs.  Recruitment of participants was accomplished with help from the PCM agencies and snowball sampling (PCAs who agreed to participate would help recruit their acquaintances, who were also PCAs, to participate).  Participants were given a $25 stipend and refreshments.  An experienced focus group moderator and note-taker/assistant moderator from JSI led each group.  Notes from the groups were reviewed for consistent themes.  Major themes for discussion included: the compensation and benefits of PCAs; the non-financial benefits of being a PCA; the administrative parts of the Program; PCAs’ relationships with consumers; and the opportunity for training.

 

Key Informant Interviews

The goal of key informant interviews was to inform the development of the PCA worker survey.  Key informant interviews were conducted over the phone and in person with the following individuals: Peter Kemper and colleagues, who developed a survey of low-wage caregivers entitled Better Jobs Better Care: Building a Strong Long-term Care Workforce; Christine Bishop, a professor and researcher of long-term care issues at Brandeis University; Thomas Kochan, the director of the MIT Workforce Center; and Rebecca Gutman and Rebecca  Mahlberg of the local 1199 SEIU United Healthcare Workers East.  Prior key informant interviews conducted with PCA consumers, as well as the corresponding PCA consumer survey, also informed the PCA worker survey.

 
Results

Characteristics of PCA Workers

The PCA workers that participated in this survey were frequently related to or had other close social relationships with consumers.  A high percentage of surveyed workers were women and nearly half were 50 years or older.  Similar to consumers in the program, PCA workers were diverse in their ethnicity and educational backgrounds. 

Relationship to Consumers

One of the key characteristics to look at among PCA workers is their relationship to consumers.  Since 2006, the Massachusetts PCA program has allowed family members to serve as personal care attendants, with the exception of legally responsible relatives and surrogates. Family members now comprise a large percentage of the PCA workforce.  Of those related to consumers, 25% were adult children, 19% siblings, 15% parents, and 8% grandchildren (Figure 1).  Among those PCAs not related to consumers, 44% knew the consumer prior to working for them, either as a friend or acquaintance.  
Figure 1: Relationship of PCA worker to consumer.
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Gender and Age

Eighty-one percent of surveyed PCAs were women (versus 19% male).  In terms of the age distribution, 19% of the workers were younger than 35 years old, 48% were 35 to 54 years old, and 33% were 55 years or older (Figure 2).  Among PCAs of all ages, 49% reported being married or living with a partner.

Figure 2: Age of PCA workers.
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Linguistic and Ethnic Diversity

Similar to consumers of these services, PCA workers form a linguistically and ethnically diverse population.  Since MassHealth requires PCAs to be citizens or legal residents, everyone surveyed for this project was a legal resident of the U.S. Eighty percent of workers were born in the United States, 16% were naturalized and 4% were permanent residents with a Green card.  English was considered the primary language used by 82% of PCAs.  Twelve percent of PCAs considered Spanish their primary language and 2% of PCAs spoke Portuguese (Figure 3).  Non-English and non-Spanish speakers may be underrepresented in the sample because they would not have been able to complete the telephone interview without assistance, as indicated above by the fact that 2% of our sample was unable to participate in the survey due to a language barrier.  As shown in Figure 4, 71% of PCAs identified themselves as non-Hispanic White, 15% Hispanic, 10% non-Hispanic Black, and 4% other races/ethnicities.
Figure 3: Primary language spoken by PCA workers. 
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Figure 4: Race/ethnicity of PCA workers.
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Educational Background

Participating PCAs were also educationally diverse.  Eighteen percent of PCAs reported having had 4 or more years of college and 30% had some college or vocational training.  Thirty-nine percent were high school graduates (including GED equivalent degree) and 13% had less than a high school education (Figure 5).  A proportion of the workforce was also in the process of furthering their education, with nearly 9% of all workers in school at the time of the survey. 

Figure 5: Educational background of PCA workers.
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Caregiving and Health Care Experience

One of the most striking characteristics of surveyed PCA workers was that more than 80% reported having experience caring for an elderly or disabled person prior to their job as a personal care attendant.  Among all workers, 20% had previously served as certified nursing assistants (CNAs), 2% as licensed practical nurses (LPNs) and 2% as registered nurses (RNs).  Another 63% reported experience in other medically-related fields working as emergency medical technicians, medical assistants and interpreters, phlebotomists, health care administrators, health care social workers, and physical therapists.  The remaining 13% entered the field from other sectors of the economy or began employment after a period of being retired or working at home.  Thus, it appears that few people entered the PCA field without some related experience.

Nature of PCA Work
The Massachusetts PCA program is a consumer-directed program in which consumers hire and supervise their own PCAs, as opposed to some states that rely on an agency model, in which the agency performs these functions.  Consistent with federal Medicaid law, the PCA program funds PCA workers to assist consumers with demonstrated needs in the areas of activities of daily living (ADLs), such as bathing and dressing, and instrumental activities of daily living (IADLs), such as food shopping and preparing meals.  Nurses under contract with PCM agencies conduct an assessment of consumer needs regarding ADLs and IADLs as part of the initial enrollment process and as part of a reevaluation process.  Enrollment and allocation of hours is based on a person’s ability to perform ADLs and IADLs independently.  Consumers are eligible to receive PCA services if they require help in two or more of the ADL/IADL areas.  Within these broad confines, there is considerable flexibility in the employment relationship between individual consumers and PCAs.

Characteristics of Employment  

The vast majority of PCA workers that participated in this survey cared for a single consumer (81%), 14% for two consumers, and only a small minority cared for three or more consumers (5%).  PCA work was not typically defined by the standard 40-hour work week.  Most PCAs cared for consumers on a part-time basis, with 16% working less than 10 hours per week, 33% working between 10 and 20 hours, 18% working between 21 and 30 hours, 16% working between 31-40 hours, and only 15% working more than 40 hours per week (Figure 6).  Many PCAs either chose or felt compelled economically to take another non-PCA job, or, alternatively, they held a non-PCA job and needed additional resources and so took a PCA job because of the flexible work schedule. As shown in Figure 7, one-third of PCA workers reported working at least one other non-PCA job, and 6% reported working two or more other non-PCA jobs.  Among those with a non-PCA job, 20% worked between 1 to 10 hours at their other job, 16% worked 11 to 20 hours, 16% worked 21to 30 hours, 38% worked 31 to 40 hours, and 10% worked in excess of 40 hours per week at their other job. PCAs cited the need to supplement their income as their most frequent motivation for taking on another non-PCA job.  
Figure 6: Number of hours worked per week in PCA job.
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Figure 7: Number of other non-PCA jobs worked by PCA workers.
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Contrary to other segments of the long-term care industry, there is stability and a pattern of long-term employment relationships within the PCA workforce.  As shown in Figure 8, over one-third of PCAs worked as a PCA for six or more years, 31% worked between three and five years, and the remainder worked for less than three years.  Seventeen percent of workers had been at their PCA job for ten or more years.

Figure 8: Number of years worked as PCA.
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Unpaid Assistance

Because of the close relationship that exists or develops between PCAs and their consumers, two-thirds of all surveyed PCA workers reported providing some level of unpaid care to consumers.  Not surprisingly, family members employed as PCAs were more likely to provide unpaid hours of care than PCAs not related to consumers (79% versus 60%).  Among those PCAs who supplied unpaid care, 50% worked 1 to 4 unpaid hours per week, 22% worked 5 to 8 hours per week, 18% worked 9 to 20 hours per week, and 10% worked for 20 hours or more per week (Figure 9).  Family member PCAs worked a significantly greater number of unpaid hours than non-family member PCAs.  Seventeen percent of family member PCAs provided more than 20 hours per week of unpaid assistance, compared to 7% of non-family member PCAs.  Among respondents to the consumer survey that received unpaid care, 40% reported receiving more than 10 hours per week of unpaid assistance. 
Figure 9: Number of unpaid hours worked per week at PCA jobs, as reported by workers.
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Support Provided to Consumers
JSI’s consumer report on the PCA program documented the high levels of support required by many consumers.  These data confirm the high level of functional needs and the levels of assistance provided to PCA consumers, as reported by PCA workers.  As shown in Table 2, 96% of surveyed workers supported their consumers in four or more ADLs and IADLs.  PCA workers who were related to the consumer reported significantly higher rates of helping consumers in the areas of preparing meals, medication management and shopping than non-family PCAs.  Family member PCAs were also significantly more likely to help their consumers with four or more IADLs than non-family member PCAs.  Per the consumer survey, in almost all activities, consumers reported higher rates of PCA help than did the workers themselves.  This suggests that PCA workers and consumers may hold different perceptions of consumer needs and the amount of support that consumers receive.
Table 2: Percent of PCA workers that reported providing assistance to consumers with ADLs and IADLs: Overall and comparing family member PCAs to non-family member PCAs.
	 
	Overall (N=515)
	Family PCAs (N=171)
	Non-Family PCAs (N=344)

	Bathing/showering/grooming
	84%
	85%
	83%

	Dressing
	84%
	82%
	85%

	Preparing meals
	88%
	95%
	85%

	Feeding
	36%
	39%
	35%

	Moving in/out of chairs/bed
	69%
	71%
	68%

	Using toilet
	63%
	64%
	63%

	Moving around indoors
	54%
	58%
	53%

	Range of motion exercises
	64%
	62%
	65%

	Medication management
	63%
	74%
	57%

	Light housekeeping
	87%
	88%
	86%

	Shopping
	74%
	82%
	70%

	Driving/using transportation
	74%
	79%
	71%

	Any other areas
	15%
	18%
	14%

	Assisted with ≥4 ADLs
	68%
	68%
	68%

	Assisted with ≥4 IADLs
	59%
	67%
	55%

	Assisted with ≥4 ADLs and IADLs
	96%
	99%
	94%


From focus groups and qualitative interviews, it was evident that PCAs offered friendship, companionship, and other forms of social support for consumers that were outside the realm of their formal responsibilities.  Many PCAs felt that they were providing the primary source of social support for their consumers.  They recognized the social benefits for themselves with statements such as, “I like being with the consumer, we are very close,” and “she [the consumer] is my best friend.”  PCAs also brought up that they often act as consumers’ advocates in their interactions with physicians and other health care providers.  Furthermore, PCAs provided transportation assistance by driving the consumers’ vehicles or driving their own vehicles to transport consumers.  Nearly three-quarters of surveyed PCA workers supplied transportation-related assistance.  Of those providing transportation related assistance, 57% of PCAs used their own cars and 25% drove consumers’ vehicles. Other means of transportation for consumers included 7% using a taxi or the RIDE, 5% being transported in ambulances or other disability vehicles, 3% being driven around by family members, and the remaining 1% using a mixture of transportation modes. PCAs are not reimbursed for travel expenses incurred while helping consumers.   

Relationship to Consumers

In JSI’s earlier study, consumers declared great appreciation of the work performed by their PCAs and the critical role that PCAs played in allowing them to live independently in the community rather than in an institutional setting.  PCA workers expressed similar sentiments about the nature of their relationships to consumers.  When asked about how well they get along with consumers, 92% stated that they get along very well.  Among PCAs not related to consumers, nearly 90% reported that consumers appreciated their work a lot or a great deal.  Very few PCAs described consumers as uncooperative or physically or verbally abusive.

 

Payment Issues and PCA Income 

The Personal Care Management agencies and the Fiscal Intermediaries share administrative responsibilities for the PCA program.  PCM agencies conduct assessments, provide consumers with functional skills training, and handle other administrative support for consumers.  FIs coordinate billing and payment to PCAs for their services. Sixty-nine percent of PCAs stated that they were always paid on time and another 20% mentioned they were often paid on time.  Among PCAs who were ever paid late, 6% claimed responsibility for not submitting their timesheets in time, 23% thought the consumer did not submit or was late in submitting their timesheets, 28% said the agency did not process their paychecks in time, 18% reported technical difficulties such as problems with faxing and power outages, and the remaining 25% were unsure of the source of delay. Nearly half of PCAs reported it was not at all difficult to get the issue resolved and 19% reported it was a little difficult.  However, not being paid on time made it difficult for 65% of PCAs (very difficult, 31%; somewhat difficult, 13%; a little difficult, 21%) to meet their financial obligations.
Income

Reported PCA incomes reflected the diversity of the workforce in terms of the number of hours worked and the reliance on PCA work, as opposed to other forms of employment, and family status.  In general, there were two groups of PCAs with regard to income: those whose household incomes depended largely on the income from their PCA jobs, and those whose income was derived largely from other employment or family members’ income.  As is common with self-reported income data in surveys, a large percentage of respondents did not report their income (37% missing personal income data overall; 47% missing household income data overall for those with more than one adult in the household).  Among those respondents that did report annual personal income,  11% reported an income of <$10,000, 35% reported an income between $10,000 and $19,999, 23% reported an income between $20,000 and $29,999, 14% reported an income between $30,000 and $39,999, and 17% reported an annual personal income of $40,000 or more (Figure 10).  Among those who reported an annual household income, over half reported an income of $40,000 or more (compared to the 9% of PCA workers who reported having a personal income at this level) and only 1% reported an income <$10,000 (Figure 11).  A high proportion of respondents had a family member’s income to supplement their own (83% of respondents had another adult in the household).  Fourteen percent of respondents were the only adult in the household and nearly 40% of these individuals earned less than $20,000 annually.  
Figure 10: Annual personal income, as reported by PCA workers.
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Figure 11: Annual household income, as reported by PCA workers.
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Workforce Issues Related to Recruitment and Retention

Recruitment 
The nature of the PCA program is such that consumers or their surrogates directly recruit their own PCA workers.  Disability advocates have expressed concern over the difficulty of finding PCAs, and this concern was one of the primary motivations for the State’s recent development of an online referral directory (www.mass.gov/findpca).  The PCA worker survey confirmed findings from the earlier consumer survey that recruitment was not as difficult as expected and that recruitment often occurred through informal networks.  With the recent launch of the Council’s referral directory, there may be a shift in the future toward greater reliance on more formal channels for finding PCA workers.

As shown in Figure 12, the survey found that few workers learned about their job through formal mechanisms, such as the newspaper (7%) or online employment services (2%).  Rather, they found their jobs through recommendations from a family member (47%) or being approached by a consumer (22%).  Among the older population of workers, this was even more likely to be the case.  A significantly greater percentage of PCAs 50 years or older cited having a family member or friend who needed help as their most important reason for becoming a PCA (36%) compared to PCAs less than 50 years old (21%).  These results confirmed earlier findings from the consumer survey that the process of finding and retaining PCAs was strongly influenced by existing family and social relationships.  

Figure 12: How PCA workers learned about their PCA job.
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Retention 
Surveyed consumers reported retention as being vitally important to the quality of the services that they received and their well-being.  Frequent turnover can present real problems for PCA consumers, as it can potentially harm their health and compromise their ability to live independently.  There are different methods for exploring retention in the PCA program.  One frequently used method in workforce studies is to examine the intention to leave a job, which has been shown to be strongly associated with actual job turnover.  
The intention to leave was measured in this survey by whether PCAs planned to leave their PCA jobs in the next year.  Seventy-two percent of surveyed PCA workers reported that it was “not at all likely” that they would leave their job in the next year, 13% were unsure, and 15% reported that it was “very likely,” “likely,” or “somewhat likely” (Figure 13).

 
Figure 13: Likelihood of stopping PCA work in next year (i.e., intention to leave), as reported by PCA workers.
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Among those who were unsure about whether or not they would stay in their jobs, half were concerned about what would happen with their consumer in the next year, 17% reported that it depended on their job situation (i.e., career moves), and 10% were concerned with their own health issues (Table 3).  For those at all likely to leave their PCA job, 27% were planning on switching careers, 18% were planning on going back to school, 12% were having personal health issues, 7% were thinking of retiring and 7% reported that it was due to low wages, poor hours and/or lack of benefits. 
Table 3: Reasons for leaving PCA job in the next year: those PCAs who are unsure whether they would leave and those PCAs who said it was at all likely that they would leave. 

	 
	Unsure whether they would leave in next year (n=60)
	Likely that they would leave in next year (n=74)

	Depends on consumer's situation
	50%
	11%

	Depends on job situation/career move
	17%
	27%

	Depends on my health and age
	10%
	12%

	Plan on going back to school/school schedule
	2%
	18%

	Retiring
	0%
	7%

	Low wage, poor hours, and/or lack of benefits
	0%
	7%

	Schedule with family, school, other jobs, etc.
	0%
	5%

	Depends on what the union can accomplish with benefits
	2%
	0%

	Planning to move in next year
	2%
	4%

	Issues with consumer's family
	0%
	1%

	Depends on my child's health
	2%
	1%

	Whether I get additional hours of PCA work
	2%
	1%

	Administrative problems with PCA program
	0%
	1%

	Pregnant
	0%
	1%

	Don't like tasks associated with caring for consumer
	0%
	1%

	Don't know/refused to answer
	13%
	1%

	Missing
	2%
	0%


Another method for exploring retention issues is to examine individual PCAs’ past employment history working as a personal care attendant.  One-third of all surveyed workers held a PCA job prior to their current one; among those who previously worked as a PCA, 60% had left their previous consumers.  The reasons for this turnover were highly varied, with 19% reporting the consumer no longer needed a PCA (due to consumer’s death, placement in nursing home, or improved health), 17% reporting issues with the consumer, 9% reporting they could not get enough hours of work, and 6% reporting not getting along with the consumer’s family.  Other reasons are provided in Table 4. 
Table 4: Among those PCAs who ever left a PCA job (N=102), main reason left the job. 

	Reason
	Percent of PCAs

	Consumer no longer needed PCA (died, nursing home, moved)
	19%

	Did not get along with consumer
	17%

	Could not get enough hours of work
	9%

	Did not get along with consumer's family
	6%

	Don't know/Didn't answer
	6%

	Needed to take care of sick family member (who was not in PCA program)
	5%

	Conflict with other job
	4%

	Issue with PCM agency
	4%

	Went back to school/conflict with school schedule
	4%

	Low wages
	4%

	Other
	4%

	PCA pregnant/had new baby
	3%

	Travel time too long
	3%

	Scheduling problems
	3%

	Did not feel qualified to care for consumer
	2%

	Lack of benefits, such as sick leave, vacation, health insurance
	2%

	Personal injury/health problem
	2%

	Too many hours required
	2%

	Burn out
	1%

	Consumer needed more hours
	1%

	PCA moved
	1%


Job Satisfaction
In terms of overall satisfaction with the job, PCA workers were overwhelmingly satisfied, with 70% being very satisfied and 23% being somewhat satisfied.  Three percent were neutral in their feelings and another 3 percent expressed dissatisfaction with their job (Figure 14).  PCA workers described other benefits from their caregiving experience, including feelings of importance (90%), usefulness (96%), being needed (94%), being appreciated (93%), appreciating life more (94%), and developing a positive attitude toward life as a result of their job (88%).  Furthermore, 60% stated that they would “definitely recommend” their job as a PCA to a family member or friend, 28% percent would “probably recommend it,” 4% would “probably not recommend it,” and only three PCA workers out of the 515 workers surveyed (0.6%) felt strongly that they would “definitely not recommend it.”

Figure 14: Level of satisfaction with PCA job, as reported by PCA workers.
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In focus group discussions and open-ended questions, PCA workers expressed similar sentiments about the benefits of working as a PCA.  PCAs described themselves as being motivated by their desire to help others.  They recognized that in many cases they were not only improving the consumer’s quality of life, but allowing them to live in the community rather than in an institution.  As one consumer said, “I feel good knowing that [the consumer] can stay in their home.”  Many PCAs value the companionship and friendship that exists or develops through the caregiving process.  One consumer stated, “I enjoy spending time with her and learning from her.”  In addition, PCA workers appreciate the flexible schedules that PCA work allows and the nonhierarchical nature of supervision.  PCAs described this nonhierarchical employment relationship as “not having a boss” and not having “people to boss you around.”

PCA workers also reported their primary concerns about their jobs.  The level of compensation and benefits were the major areas of dissatisfaction with their work.  As shown in Figure 15, problems (reported as being a very big problem, a big problem, or somewhat of a problem) often cited by surveyed workers included not getting paid sick/vacation days (70%), not being paid for longevity on the job (66%), current wage (54%) and not getting a higher wage for having more skills (54%).  Even though not having health insurance through the PCA job was cited as a problem by 57% of the sample, 87% of surveyed workers currently had health insurance.  Among those with health insurance, 28% had coverage through a spouse or partner, 23% had coverage through another non-PCA job, and 41% had coverage through a government-sponsored program (e.g., Medicaid/MassHealth).
  

Only a small percentage of PCA workers mentioned any problems with the physical environment of the consumers’ homes (10%), physical environment of the consumers’ neighborhoods (5%), relationships with the consumers’ friends/family (3%), and challenges associated with consumers’ disabilities (9%).   

Figure 15: Problems associated with PCA job, as reported by PCA workers.
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PCA Recommendations for Improving Their Jobs

When asked about the most important change that should be made to improve their jobs,  surveyed PCAs reported higher wages for staying longer on the job (28%), overall higher wages (23%), health insurance provided through the job (24%), paid sick/vacation time (12%) and more training (12%)  (Figure 16).  Two percent reported “other” important changes, such as availability of substitute PCAs, providing consumer medical history information, more pay for night hours, mileage reimbursement for PCA related travel, and taking taxes out of pay.  
Figure 16: Most important change to PCA job (N=471 PCAs reporting improvements).
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In focus groups, as well as survey questions, PCAs expressed great frustration with the PCA program’s policy of paying workers the same hourly wage regardless of their tenure.  This policy was considered inconsistent with standard practices in other jobs.  Results from the consumer survey also supported this position, noting that PCAs lacked any financial incentive to stay on the job, which was a barrier to both retention and continuity of care.  PCA workers strongly supported across the board increases in wages.  
The provision of a health insurance benefit was considered critically important among those who did not have another source of health insurance coverage.  In focus groups, consumers feared that their PCAs would leave their jobs if they were offered employment at an establishment that provided health insurance.  Many PCAs pointed out the inconsistency of the State mandating coverage through the health reform law, while not providing health coverage to PCA workers paid from State funds.

Currently, PCAs receive very little formal training about how to better care for consumers or how to deal with the stresses associated with the caregiving experience.  The training and supervision of PCAs, in this consumer-directed State program, is largely the responsibility of individual consumers and their families.  As shown in Figure 17, PCAs expressed a need and strong interest in training in a variety of areas that could enhance their skills, including first aid/CPR (49%), providing personal care to their consumer (44%), job safety precautions (44%), general orientation to the PCA program (37%), issues specific to the consumer’s disability/disease (51%), employee-employer relationships (38%), and other services available to consumers (55%).  PCAs not related to their consumers showed greater interest in safe lifting training and health care professional training than family member PCAs.  In focus groups, PCAs recommended that the costs of the training should be borne by the State and that they should be paid their regular wage for any time spent in training.   

Figure 17:  Percent of PCAs responding interested or very interested in specific skills training areas.
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One of the major concerns in long-term care is that there will be an inadequate supply of paid caregivers and other home care workers to meet the needs of the aging population.  There are calls at the national and state levels to develop explicit workforce strategies for long-term care.  An assumption of this policy work is that workforce strategies need to be better coordinated across state programs serving similar populations.  Given the growing policy interest in and need for developing a highly skilled workforce, PCA workers were asked about their interest in pursing additional education. This would allow them to transition to higher-skilled and higher-paying jobs, while remaining in the long-term care sector, a concept in workforce studies known as developing career ladders.  As shown in Figure 18, more than half of PCAs mentioned an interest in further education that would allow them to advance their career in the health profession.  Among those who had not completed a high school education, nearly half (46%) were interested or very interested in state-offered training/education to obtain their high school diploma/GED.  Among those PCAs without a college degree, 44% were interested in state-offered training/education to obtain their two- or four-year college degree.
Figure 18: Percent of PCAs responding interested/very interested in educational opportunities.
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*   Among PCAs that did not complete high school/GED, n=65

** Among PCAs without a four-year college degree, n=411

Limitations

This study has several limitations.  First, the survey sample data that included mailing address and phone number information provided by MassHealth and SEIU included many inaccuracies and were not up-to-date.  Non-response bias is likely an issue, since those PCAs that responded to this survey may have had higher rates of satisfaction with the program.  Even though non-response bias is a potential problem, results from the PCA worker survey were consistent with findings from the PCA consumer survey.  The PCA worker survey was only offered in English and Spanish, so PCA workers speaking other non-English/Spanish languages were not eligible for inclusion in this survey.  (Note that 72 PCAs or 2% of the released sample were unable to participate because they did not speak English or Spanish.) While both studies provide documented and valuable statistics, the nature of the samples is such that these findings cannot be guaranteed to measure the experiences of the entire consumer and PCA populations. To overcome these data limitations in the future, the State should consider improvements in its data collection and tracking systems for PCA workers.
Summary and Conclusions

PCA workers play a critical role in improving quality of life and enabling consumers to remain as independent as possible in the community.  The vital role of PCA workers was also highlighted in JSI’s earlier work with consumers, who reported great appreciation of services provided by PCAs.  Not only do PCAs perform valuable tasks, such as assisting consumers in bathing, dressing, and shopping, but they are also a major source of social support and companionship for consumers.  This does not mean that the PCA program is problem-free.  In some circumstances, consumers are dissatisfied with their PCAs and dismiss them; sometimes PCAs leave their employment with consumers.  Nevertheless, in general, consumers and PCA workers that participated in these evaluations reported strong and mutually beneficial relationships.  As a result, both groups strongly supported the Massachusetts PCA program.

The PCA workforce is distinctive in several respects.  Many PCAs in Massachusetts are family members, friends, and acquaintances of the consumers for whom they care.  The majority of the PCA workers had some prior experience caring for elderly and disabled persons prior to their PCA jobs.  Among those with experience, many PCAs had worked as CNAs or in other jobs in the health sector.  A selection process appears to be occurring where workers with an interest in caregiving take up a PCA job.  Those without experience or an interest in personal caregiving do not take a PCA job, or leave quickly if they do.

The consumer-directed nature of the PCA program gives PCA jobs a unique character.  Most PCAs work for a single consumer in his or her home and on a part- time basis.  For those working on a part-time basis, their PCA job can be a method of helping a friend or a relative, or supplementing their income.  Less than one-third (31%) of surveyed PCAs worked more than 30 hours per week at their PCA job(s), and more than one-third of surveyed PCAs held another type of job in addition to their PCA job.  PCA jobs are also unique in the scheduling flexibility often allowed and the nonhierarchical nature of the employment relationship.  These features distinguish PCA jobs from other low-wage service employment.

The program’s consumer-directed nature has also led to the creation of a special job market for older women, foreign-born individuals, and minorities.  As seen in the demographic data, women form a large majority and older workers comprise a considerable proportion of the workforce as a whole.  Immigrants were also given opportunities to work in this field, as 20% of the workers were not born in the United States.  In terms of race and ethnicity, the PCAs surveyed for this project were a diverse population with Hispanics and African-Americans comprising 16% and 10% of the interviewed sample, respectively.

The recruitment and retention of PCA workers may not be as large a problem as initially expected, given the results of the PCA worker and consumer surveys.  As discussed in JSI’s earlier report, most surveyed consumers reported finding a PCA relatively quickly and without difficulty.  Consumers recruited new PCAs largely through informal methods, often by asking a relative or friend to provide them with assistance.  Retention, as reported in the surveys, was higher than expected.  JSI’s earlier report documented an annual overall turnover rate of 16%.  Similarly, only 15% of PCA workers reported that it was very or somewhat likely that they would leave their PCA job in the next year.  Thirty-five percent of surveyed PCAs had stayed in their jobs for more than five years.

In general, PCA workers who participated in this survey were satisfied with their jobs; more than 90% reported being very or somewhat satisfied with their jobs.  Consistent with the growing literature on caregiving, PCA workers felt important and useful, and appreciated their experience. 
,
  Their PCA jobs helped them maintain a positive attitude toward life.  PCAs described the ability to help others as one of the most fulfilling parts of their job. They considered their relationship with consumers to be mutually beneficial.  In focus groups, PCAs suggested that the advantages of the PCA job compensate, to some degree, for the relatively low wages and lack of fringe benefits in the PCA program.   

As discussed in this report and JSI’s earlier study, PCAs reported the level and structure of compensation to be the major drawbacks of the program.  The lack of added compensation for tenure on the job appeared to be the single largest disadvantage of the program.  PCAs also recommended that compensation be enhanced by increasing the hourly wage rate and adding health insurance as a benefit.  Consumers overwhelmingly supported PCAs’ recommendations for higher compensation.  There is currently little state-funded training available to instruct PCAs about how to improve the care of disabled consumers.  If state-funded training courses were more widely available, PCAs expressed a willingness to be trained in areas such as first aid/CPR, personal care, and job safety precautions.  A high percentage of PCAs expressed a strong interest in career ladders that would allow them to enhance their skill and income potential, while staying in the long-term care field.   

The PCA program represents a key component of the Community First Initiative, which is designed to provide consumer-centered and flexible community alternatives to institutionalization for elderly and disabled persons.  Many consumers attributed their ability to remain in their homes directly to the PCA program.  A critical challenge facing the State PCA program and other long-term care services is having a workforce of adequate size and training to provide these community-based services.  The Massachusetts PCA program has made important progress in addressing these issues by allowing family members to serve as PCAs, establishing the Council, and negotiating a collective bargaining agreement with SEIU.  Yet, more policy work needs to be undertaken to meet the growing demand for community-based long-term care services and coordinate workforce strategies across all relevant Massachusetts agencies involved in financing and providing these services.
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� Includes: not currently working as PCA; under the age of 18 years old; and family member PCA after survey was closed to family since the target number of family member PCAs to include in the sample was reached.


� Includes: not in service/disconnected; phone number incorrect; inaccessible; temporarily not in service; business; and busy.


� Southeastern MA/Cape/Islands includes Norfolk, Plymouth, Bristol, Barnstable, Dukes, and Nantucket counties. Suffolk/Northeastern MA includes Suffolk, Essex, and Middlesex counties. West of Worcester includes Worcester, Hampden, Hampshire, Franklin, and Berkshire counties.


� Note that individuals without health insurance were more likely to have a high school degree or less education, report Hispanic ethnicity, and never have been married, compared to individuals with health insurance.
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