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This is the second and final report in a two-year longitudinal study of one of the changes to the Washington State Supplementary Payment (SSP).  

In 2002, the Washington State Legislature changed the method by which the SSP was issued to eligible recipients.  As a result of legislative action [ESSB 6387], the original SSP is now distributed in the form of direct cash payments to specified persons supported by the Division of Developmental Disabilities (DDD) within the Department of Social and Health Services (DSHS), as well as to other specific groups.  

The study focused on the impacts these changes had upon individuals with developmental disabilities, their families, and the community that serves them.  
Research Methodology

The second year report utilizes data derived from mail survey results gathered from 643 families and guardians of individuals with developmental disabilities receiving Family Support Services.  In addition, 32 DDD case managers provided responses and comments via an email-based questionnaire.  

Findings

Experiences with SSP improved from 2003 to 2004.  Mail survey and email questionnaire respondents ranked the SSP higher on all variables in 2004 than in 2003.  

The majority of families and guardian respondents:

· Like the changes to the SSP (84%)  

· Believe that SSP encourages self-determination (89%)

· Indicate the quality of supports have gotten better (75%)

· Are comfortable handling money to pay for supports (93%)

A majority of DDD case managers: 

· Indicate the SSP is having positive impacts on their clients (88%)

· Believe the SSP increases client choice and self direction (69%)

Many of the comments collected from case managers expressed concerns about the lack of oversight and accountability for how SSP funds are spent.

Recommendations
Given the clear findings that SSP direct cash payments are liked by the majority of families and guardians of Family Support recipients and appear to promote the benefits of self-determination, the researchers recommend to:

1. Consider ways to encourage the concept of self-determination through expanding direct cash payments to other DD supports and services.

However, even though the findings are very positive regarding the SSP changes, some concerns and issues still remain.  Few families and guardians arrange for background checks, a small number of recipients are still uncomfortable with the direct cash payments, there are issues with the timing and amount of payments, and case managers still have some concerns about lack of accountability and fairness.  Given these issues, the researchers recommend: 

2. Consider increasing accountability through a training or outreach effort that assists people with financial management, background checks, and hiring. 

3. Consider making lump sum payments so people may purchase major items as needed, providing the option to receive cash grants quarterly, rather than monthly, and/or allowing SSP recipients to either “opt in or out” of the SSP direct cash payment model.   These all require federal action. 

4. Work at the state and national level to inform policymakers and legislators about federal rules and regulations that negatively impact the lives of individuals with developmental disabilities, and to highlight the financial needs of these families.  

Conclusion

This two-year study of the effects and impacts of the changes in SSP can be summarized very simply: for families and guardians of Family Support recipients, changes in the SSP have increased self-determination.   The majority of recipients are very pleased with the changes, particularly with regard to how it affects their abilities to make choices for their family member with disabilities.  

While some areas of concern remain, the SSP direct cash payments for family support have been very effective as a policy to promote self-determination.  
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In 2002, the Washington State Legislature changed the method by which the State Supplementary Payment (SSP) is issued to eligible recipients.  As a result of legislative action [ESSB 6387], some of the original SSP is now distributed in the form of direct cash payments to specified persons supported by the Division of Developmental Disabilities (DDD) within the Department of Social and Health Services (DSHS).  

Three client program groups were initially slated to receive the SSP cash payments: Employment/Day, Family Support and Residential.  In 2003, changes to federal guidelines again altered the SSP.

This report is a second year assessment of the impacts of the SSP direct cash payments on individuals with developmental disabilities, their families, and the community that serves them.  For more background, see Appendix A.

[image: image6.wmf]78%

84%

25%

50%

75%

100%

2004 Survey

2003 Survey

Chart 4:  Percentage of families/guardians indicating 

they like the changes to the SSP.


In an effort to track the effects of the changes in SSP, the DDC contracted a longitudinal (2 year) study.  In the first year (2003), families and guardians of SSP recipients were surveyed and focus groups were held with recipients and their caregivers for each of the three program areas.  In 2004, the research methodology focused on Family Support family members, guardians, and case managers.  Surveys were mailed to all 1,811 families and guardians receiving SSP cash payments under the Family Support Program.  Six hundred forty three (643) families responded, yielding a response rate of 36%.  This response rate is fairly typical for a mail survey and the sample size is robust.  The distribution of survey respondents by region is similar to the population distribution, indicating that no one region is over represented in the sample.    

Case managers were also surveyed in both years.  In 2004, approximately 266 case managers from the DSHS-DDD were sent an email-based questionnaire.  Questionnaires were gathered from 32 case managers, representing a 12% rate of response. 

In this report, 2004 data for families and guardians of Family Support recipients and case managers are compared with 2003 data.  All differences reported are statistically significant, unless otherwise indicated.  For more information on the research methodology, see Appendix B.  The survey tools are under Appendix C and D.

SSP Cash Payments Increase Self Determination

Results from the families and guardians of Family Support SSP recipients were overwhelmingly positive.  They like the fact that the SSP allows them to practice self-determination in making choices for their family member with a disability.  2004 results are significantly more positive than the results from 2003 when the program was just beginning.

Self-determination or self-direction is the ability of individuals and their support network to exercise control over their own lives and to assume responsibility for making choices and decisions based upon personal judgment, abilities and preferences.  

A primary reason cited by the Washington State Legislature for the SSP changes was a desire to promote individual and family self-determination or self-direction.  From the overall perspective of families and guardians, the Legislature’s effort is successful.

Families and guardians say that SSP allows them to make choices for their family member with a disability.

A majority of 2004 Family Support respondents indicate that the SSP encourages self-determination (89%), a statistically significant increase from the 2003 results (82%). 
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Families and guardians are saying…

“We like having control over choices and being able to have the money available to make spur of the moment decisions when good opportunities arise!”

 “I appreciate the flexibility and the trust that I am able to make the best decision on behalf of my daughter.  Thank you!”

“Thank-you!  It has allowed me to have more say so in my daughter’s upbringing.”

Case managers also indicate the SSP increases choice and self direction.  When asked whether the SSP increased their client’s choice and self direction, DDD case managers in 2004 were considerably more inclined (69%) to agree than in 2003 (50%).   
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Self-determination is further measured by families and guardians perception of increased ability to choose supports, use supports not available before, and change providers.  The following are the survey responses for each of these categories.

Ability to Choose Supports.  The majority of 2004 survey respondents indicate an improved ability to choose their own supports with the SSP (65%), a statistically significant difference from the 2003 responses (59%). 

Ability to Use New Supports.   In 2004, 59% of respondents said the SSP increased their ability to use new supports. In 2003, 49% of family and guardian respondents indicate improvements in their ability to use new supports not available to them prior to the SSP direct cash payments.  

Ability to Change Providers.  In 2004, when asked if they were able to change providers, 56% of survey respondents indicated SSP improved their ability to change providers compared to only 35% of 2003 respondents. 

Self Determination Produces Great Benefits

The SSP direct cash payments have offered a number of benefits to families and guardians as a source of funds to provide for the needs of their family member with developmental disabilities.  Families and guardians cite several reasons for their support of the SSP direct cash payments. 

Flexibility and more options
In 2004, 80% of family and guardian survey respondents indicated that flexibility of their supports had gotten better since the SSP direct cash payments.  In 2003, 70% said flexibility had improved.

“We like having control over choices and being able to have the money available to make spur of the moment decisions when good opportunities arise!”

 “I am so glad for the SSP funding.  We are able to use more of it now than we did the old way.  Every handicapped child is different and so are their needs.”   
Improved quality of existing supports

Allowing individuals and their families or guardians to pay their providers directly should allow them to demand and receive a higher quality of service and respect, and increase the level of provider accountability.  
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In fact, a significantly larger percentage of families and guardians indicate that the quality of supports have improved (75%) in 2004 than in 2003 (56%).   

Families and guardians are slowly changing providers to better meet their needs. In 2003 only 10% changed providers; in 2004 the percentage rose to 23%.  

In 2004, 47% of respondents indicated that they were happy with their current service provider, though slightly over half (57%) indicated that they experienced no change in the level of satisfaction with either their case manager or service provider.  A similar percentage (60%) cited no change in the level of satisfaction with the amount of information they received from case managers.  

Most case managers cite either no change or somewhat less contact with clients.  In 2004, case manager respondents say they have either less (35%) or no change (46%) in the level of contact with their clients.  

“SSP has helped financially with our family, even if it’s only a few dollars here and there.  We have been able to be more personal with providers since I handle paying them myself.”

Easier to manage 

Self-determination not only allows care givers to utilize their own criteria to make the choices for their family members when needs arise, but respondents also feel that doing so is simpler.
“I enjoy not having to write justification letters anymore and not having to get letters from therapists to go with those letters.  This is a simpler way of doing the same thing w/o the added paperwork, time involved and then waiting to be approved or denied.” 

“The paperwork is less constraining and we are able to purchase needed items without long delays.  Extremely important since we have such a limited income.” 

”Prior to the SSP changes, there were a lot of phone calls and mailing in of receipts.  Now I purchase the same equipment, but directly.  It’s less fuss and confusion and more efficient.”

“Love the new program—less calls, less work for me.  Time is priceless!  Better able to meet the needs of my child.  Thank you.”

“…Thank you.  I love the freedom to choose what is needed and SO much less paperwork to get it.”
An overwhelming majority of families and guardians in both years indicate that they are comfortable handling the money to pay for their supports (2004, 93%; 2003, 89%).  

Overall, families and guardians like the SSP direct cash payments 
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In 2004, the high level of approval for the SSP as expressed by the Family Support group (84%) was even higher than the 2003 survey results (78%).  

Families and guardians are saying… 

“The changes have been good for our family, given us more freedom.”

“It has been a blessing to receive this money…countless times it has pulled us out of a hole. Thank you so much.”

“This is the best thing that has happened.”
Case managers have become more comfortable with the SSP over time

In 2004, case managers also report they strongly believe (88%) the SSP is having positive impacts on their clients and families.  A majority of Family Support case managers responding to the 2003 questionnaire held a similar view, but to a significantly lesser extent (59%). 
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Risks & Needs for Improvements Still Remain

The Legislature altered the SSP by placing cash grants to purchase needed services directly into the hands of individuals with developmental disabilities, their families, guardians, or representative payees.  

Even with the overwhelming positive responses to the program, anxieties and concerns remain for some families and guardians, as well as case managers.
RISK CONCERNS

Few families and guardians arrange for background checks.  

In the 2004 survey, only 16% of the families and guardians said they arranged for background checks when changing providers, though 80% indicated that this was because of hiring either a family member or friend.  A few respondents stated they are worried about the responsibility of arranging for background checks themselves.  

When case managers were asked if their clients were arranging for background checks on service providers, few indicated that this was actually taking place.

“If any of the money is actually used to pay service providers, I doubt  that background checks are conducted.”

“I am very uncomfortable with this program, as we have no real oversight nor would we have time (workload) to maintain oversight.  There should be frequent ACES checks to ensure eligibility.  Case managers do not have time to monitor ACES for their self-contracted service providers.”

“Need more screening efforts.”

Small number of recipients remains uncomfortable.  

A small percentage of families and guardians are not happy with the responsibilities of background checks, handling the money, or being employers.  For some, this is keeping them from directly hiring respite care. 

In 2004, only 5% said they disliked SSP, whereas 15% of respondents said they disliked the SSP in 2003.  This 10% reduction is good news but still represents a notable number of families in the state of Washington.  The survey results indicate that those who are dissatisfied with SSP specifically dislike the increased responsibility for arranging supports and managing the money.  They also indicate that they don’t have enough to cover their basic expenses.  Those who are dissatisfied appear to be those who have multiple issues pressing on their families (economic, social, physical) in addition to the day-to-day issues of life with developmental disabilities.  These families continue to need the support and attention of advocacy groups.

Few new providers available in 2004.  

In both years, many respondents mentioned that access to services in their area is a problem.  In 2004, less than a quarter (22%) of respondents indicate that new providers are available.  Most (71%) said that there has been no change in the availability of providers.  This appears to be less of an issue in the urban centers, and more problematic in rural areas, another issue that advocacy groups could continue to keep on their radar screen.  

Case Managers still have some concerns.  Although the questionnaire results show strong overall case manager support for the SSP, they also offered a number of caveats to that support.  Some of the case manager comments articulated many of the same themes of concern expressed in 2003 including:

Lack of Accountability and Oversight:  Case manager comments express specific concerns about the lack of oversight of Family Support funds.  Some worry that these funds are being absorbed into a family’s general budget, and are no longer used to purchase items and support services specifically dedicated for their family member with a developmental disability.

“There is absolutely no oversight as to how the funds are spent, for whom or for what.  I seriously doubt that much of it, if any, goes toward services that we would traditionally view as family support/respite.”

“Since we no longer have a hand in helping the families access the money, we can only hope the money is used well.”  

“Given as a cash grant to be used however they / their families see fit, doesn’t seem to work toward meeting our client’s special needs. It is a form of welfare / income used to supplement the families low income in many cases.”
Case managers worry that clients still don’t fully understand how and under which circumstances they should spend their SSP funds. A number of case managers called for the establishment of rules or guidelines regarding how and under what circumstances clients may spend their SSP funds.
“[We need] better guidelines or some type of checks and balances about how the money is being used for the best interest of the client.”

“Client’s and their families continue to have questions about what they should or can spend their SSP on.”
 “I feel that most families spend the money on things that don't have a direct impact on the client.  Since most clients don't understand what the money is for, they have little control over the spending of it.”

“Have families provide receipts of how they have spent $”

Lack of Fairness:  Some case managers perceive an inequity with providing direct cash payments to some clients, and not others.  

“I personally have never felt that SSP was fair.  It took from the many and gave to a  select group of developmentally and otherwise disabled individuals to do as they please without any accountability.”  

“I have noticed an inequity in the services/funds available to clients. With the advent of waiver services, some clients receiving SSP were eligible for more services without a decrease in SSP.  The main concern is that clients receive an individualized amount of money based on when they entered the DDD system and the services that were available at that time, and not so much based on need. In a time when we are working hard to truly assess and meet health and safety needs of clients SSP has felt a little arbitrary.”

Several families and guardians also commented upon perceived inequity in the system – differing check amounts and payment of additional summer funds for different children, in the same household.

NEED FOR IMPROVEMENTS

More are using their own money to pay for supports.
In 2004, 82% of respondents stated they were using more of their own money to purchase supports.  In 2003, 76% reported doing so.
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SSP funds are used to purchase a wide variety of services and equipment. Respondents indicated the majority of their purchases made with SSP funds are used for transportation (54%), respite care (53%) and specialized clothing or food (52%).
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While most respondents are happy with the self-determination and how the SSP makes their life simpler, many comment that it is just not enough to meet the needs of their family member with disabilities.  Caregivers appreciate the flexibility of SSP so they can use the funds to pay for needed services, but often trade off respite care or use their own money to fill in the gaps.

“We don’t get enough to get by and to get the help needed to keep them living here.  I don’t know what we can do if we don’t get some more help soon.”

I love getting SSP [for my children].  It has really helped them (and me) live better.  However, once I must hire a non-family member I will not have enough to pay “real” wages for respite and activities for the kids.  [My two daughters] each get $75 and [the other] gets $128.  I am very grateful but I really have to stretch it to make it work.

This is crazy.  Just what are we supposed to do with $75 or $112.50 that one child gets?  $75 only pays for one day respite.  $112.50 pays for a slightly longer day.  Anything is better than nothing but I have spent many times that amount.

I feel I use too much of his money (and mine) to pay for his dental exams, dental work and eye exams, glasses.  Still, this way I can decrease respite and use these funds for necessary dental work and eye care, sometimes.

I like the changes but I wish that the expense of travel could be increased.  I make a lot of trips to doctors.  And I spend way more than I get on gas and hotels to get my child to her many specialists she has to see.  But thank you for what help I do get because I wouldn’t make it if it wasn’t for your help!

The $75 we receive only pays for about half of what we pay our respite care worker.  Using less hours would either increase the stress at home or leave our daughter on her own for hours at a time while we work.

Amount of $ doesn’t stretch far enough, although grateful for the summer extra!
Issues with the Payments.  

This issue came up most often in the comments from respondents.  Some families and guardians would prefer a few lump-sum payments a year, instead of a small monthly check.  They believe they could use their funds better if they had more to use at one time.

Related to this are concerns about how SSP affects other benefits.  Some can’t save their monthly checks because they believe it will affect their eligibility for other programs so they end up using their monthly amount on things like entertainment or special equipment/foods instead of taking care of other, more costly, needs.  A significant number of respondents commented that they have to use their SSP funds in the same month – they can’t save – or they count against SSI.  As one respondent said, “there needs to be a provision to save SSP monies for specific needs w/o it affecting SSI maximum assets.”  Other respondents reported that SSP funds affect their eligibility for Food Stamps.

One respondent asked if direct deposit was available and, if so, could information about it be disseminated more effectively.

Some confusion remains. 

Some respondents remain confused about the SSP payments, especially because of the waiver changes implemented over this past year.  As one respondent said, “we appreciate the help, but it is a very confusing system to understand.”

One respondent asked “why the delay every year with the July check?”
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While the SSP is apparently successful for many Family Support recipients, there were issues and areas that require attention and continued effort.  A number of these concerns are directly related to federal Social Security Administration (SSA) rules and guidelines, limiting the ability of DSHS to fundamentally alter the SSP.  Advocacy at the federal level may be required to implement several of the recommendations.  

Due to the positive findings of the SSP direct cash payments, the researchers recommend:

1. Expand Direct Cash Payment Programs – In general, for families and guardians, self-determination or self-direction is a good thing.  Some respondents indicated a desire to practice even more self-determination in other programs.  Cautious movement (the research is not conclusive about self-determination for all individuals) toward self-determination is a laudable policy goal and one that should be pursued by both agencies and advocacy groups.

In response to the remaining concerns and issues stated by the families, guardians, and case managers, the researchers recommend: 

2. Accountability – Consider a training or outreach effort that assists people, particularly those with known difficulties or who are struggling, with properly managing their SSP funds, arranging for background checks, and hiring people that are right for their family member with a disability. 

3. Programmatic Changes 
a. Eliminate Economic Disincentives – Current SSA guidelines penalize SSP recipients that save up their state or personal funds for emergency or critical services and supplies.  Protected individuals trusts continue to be a viable option so people can avoid SSA income restrictions while saving money.  If federal changes occur, SSP recipients could be provided with the option to receive their cash grants in lumps sums so they may purchase major items as needed.

b. Voluntary - Consider allowing SSP recipients to either “opt in or out” of the SSP direct cash payment model.  This would provide families who are uncomfortable with the increased responsibilities the option to rely upon case managers for these tasks.   This requires federal action.

c. Timing – Provide SSP recipients with the option to receive cash grants quarterly, rather than monthly.  This requires federal action.

4. Advocacy - Federal policymakers and legislators should be informed about the inherent disincentives of federal rules and regulations, and the impact it is having on the lives of individuals with developmental disabilities in Washington.  In addition, state and federal policy makers should be made aware of the financial shortfalls being communicated by family members and guardians.  With additional funding, families would be able to better offset the expensive costs of supporting their family member and funds could be distributed more equitability throughout the DDD caseload.  
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This two-year study of the effects and impacts of the changes in SSP can be summarized very simply: for families and guardians of Family Support recipients, changes in the SSP have increased self-determination.   

The majority of recipients are very pleased with the changes, particularly with regard to how it affects their abilities to make their own decisions about choices for their family member with disabilities.  Many Family Support recipients appear to be making the most of their newfound freedom to manage SSP funds, and appreciate the opportunities for self-directed supports.

While some concerns remain, the research indicates that families and guardians, as well as DDD case managers are generally in agreement that SSP cash grants provide families and guardians with increased flexibility and control regarding how best to allocate funds in order to meet the needs of persons in their care.

It is important to note that during this study, the SSP was in a state of constant flux, with a number of programmatic changes affecting many of the study’s participants.  The first year of implementation was a bit rough, as most are. There was a great deal of confusion for both case managers and recipients and the survey results reflected this.  In addition, in the first year study other recipients were included (Employment/Day and Residential).  Additional changes to the SSP necessitated researchers to focus the second year study only on Family Support recipients.  The responses in the second research cycle improved significantly over responses the first year, for both Family Support recipients and case managers.  

This research also suggests that many programs would benefit from being evaluated longitudinally.  One measurement is not enough to view the effects of program changes.  In the first year of implementation, programs often suffer growing pains.  It is in subsequent years that “real” program effects can be estimated.  

Based on this two-year study, the SSP direct cash payments for family support have been very effective as a policy to promote self-determination.  
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Chart 2: Percent of DDD case managers indicating  the SSP is having a positive impact on their clients and familes.
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Chart 3: Percentage indicating an ability to exercise self determination with the SSP
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Chart 1:  Percentage indicating they like the SSP.
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Chart 4:  Percentage of families/guardians indicating they like the changes to the SSP.
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Chart 2: Percent of DDD case managers indicating  the SSP is having a positive impact on their clients and familes.
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Chart 3: Percentage indicating that the SSP increases self determination
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Chart 1:  Percentage indicating they like the SSP.
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Chart 6:  Many are using more of their own money to pay for needed supports.
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Chart x:  Percentage using more of their own money to pay for supports.
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Chart 2: Percentage of case managers indicating the SSP increases client choice and self direction
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Chart 2: Percent of DDD case managers indicating  the SSP is having a positive impact on their clients and familes.
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Chart 3: Percentage indicating an ability to exercise self determination with the SSP
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Chart 1:  Percentage indicating they like the SSP.
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Chart 4: Percentage of case managers indicating the SSP increases client choice and self direction
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Chart 3:  Many indicate the quality of supports have gotten better with the SSP
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Chart 2: Percent of DDD case managers indicating  the SSP is having a positive impact on their clients and familes.
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Chart 3: Percentage indicating an ability to exercise self determination with the SSP
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Chart 1:  Percentage indicating they like the SSP.
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Chart 4: Percentage of case managers indicating the SSP increases client choice and self direction
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Chart x:  Percentage using more of their own money to pay for supports.
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Chart 6:  Many indicate the quality of supports have gotten better with the SSP
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