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Hi Everyone: It’s been a while since I’ve been able to connect with you, but I wanted to talk 
with you about the Supports Intensity Scale (SIS), known as the SIS. It is the evaluation 
tool currently employed by BHDDH to measure the amount of support adults with 
disabilities require. 
 
My purpose here in this blog is to inform families what to expect when 
the SIS is administered in your home, and what to do if you feel the 
results do not match what you think your family member with a 
disability actually needs. 
 
 
What is the SIS?  The SIS is an evaluation instrument for those with disabilities who are 
21 and over. The letters stand for “Supports Intensity Scale.”   
 
To read more about the instrument itself, visit www.bhddh.ri.gov/ or the AAIDD website 

at: http://aaidd.org/publications/supports-intensity-scale#.Ut66NRb0DzI 
  

The SIS was developed as an alternative to the PCI (Personal Capacity Inventory), an 
instrument some people complained was too deficit-oriented or somewhat subjective. 
Ideally, the SIS is designed to offer people with disabilities the opportunity to be fully 
integrated members of the community, and to determine what level of support is needed to 
make that possible. The results of the SIS will determine the amount of Medicaid money an 
adult with developmental disabilities can receive for supports. You may use these dollars 
to choose an agency as your provider, or to hire your own staff for self-direction by 
choosing an agency authorized by DDD as a “Fiscal Intermediary”.  The SIS is based on 
perceived level of support, as indicated by your answers to the questions it poses.  It is not 
based on what arrangement you may prefer (day program vs. self-directed supports or a 
combination of the two). 



 
Who sets up the SIS? You will receive a phone call from BHDDH to set up a time 
convenient for you for the administration of the SIS if you or your family member has not 
yet been evaluated using this instrument. 
 
What should I expect when the social worker arrives to administer the SIS? 
It is advisable to have someone other than family members present. Perhaps you can 
invite a staff member, or someone who knows you or your family member in a way that is 
different than what you experience on an everyday basis. 
 

 
 
First of all, you should have a flat space prepared (depending where you are most 
comfortable in your home with a visitor). This space could be a kitchen table, a card table 
set up in a family or living room or a cleared computer desk. The reason for preparing this 
space is that the social worker will need to use a laptop and a power source in case their 
charge becomes low during the administration of the instrument. Please be sure the table 
is near an outlet. Setting up ahead of time prevents feeling flustered when the social 
worker enters and says, “I will need,” and then describes something you have not prepared 
for. Also, take care to make the seating as comfortable as possible for all participants; this 
may be a long process.  
 
An effective SIS administrator will guide you through the questions, breaking down each 
part of each activity questioned. For example, if you are the parent or caregiver for a 
nonverbal family member, and the question is: ”What does your family member need to be 
safe in the home?”, a good administrator will guide you through all possible situations, 
including the person being home alone, a fire breaking out, a lost house key, a stranger 
knocking on the door, etc. The administrator should NOT suggest what answers “most 
people give,” or indeed, suggest any answer at all. Her/his job is simply to break down 
each question so that you can imagine every possible situation the 
question might apply to, and then answer on that basis.  No one 
should “lead” you in a particular direction.  If you find this happening, 
you should halt the process, and tell the social worker you are 
uncomfortable with the way he/she is asking the questions, and that 
you would prefer to reschedule the SIS with a different social worker.  
Do not worry that doing so will be held against you in any way. 
 
How long does the SIS take to administer?  This answer varies.  A good SIS can be 
done in just under an hour; in other circumstances, it may take up to one and one-half to 
two hours.  The important thing is for participants to take their time, and to consider all 
angles of each question. 



How long will it take me to get the results of my SIS? Generally, people receive the 
results of their SIS within about a month. 
 
What will these results tell me about my Medicaid support money?                       
Your SIS results will assign your family member 
to a “TIER”.  The tiers range from Tier A (least 
amount of support) to Tier E (greatest amount of 
support). Unless you are medically fragile or 
serious behavioral issues, it is unlikely that you 
will receive Tiers D & E; however, in some cases, 
circumstances other than medically fragile 
conditions may be seen to warrant these levels of 
support. Each Tier also is accompanied by a 
“living with family,” or “living independently” tag.  
Those living independently receive a slightly 
greater amount of support money. 
 
What do I do if I believe the tier level assigned me will not meet my needs? 
If you feel you have been given too little support, there is an appeal process, explained to 
you in the letter that accompanies your Tier results.  You will need to download the correct 
Appeal Form from the BHDDH website.  
http://www.bhddh.ri.gov/ddd/pdf/Tier%20Service%20Package%20Handbook%20%20Rev
%208.1.13.pdf 
 

 
 

Then you must carefully gather any supporting data you feel you have.  If you have a 
previous or current ISP, or a letter under the older PCI instrument that gave you a greater 
dollar amount, you should include both of these documents.  You might also want to 
include any private evaluations by doctors, psychologists, therapists, or psychiatrists. You 
will send these to BHDDH, to the address provided to you on the appeal form.  You can 
send them to the attention of a specific social worker, or to the attention of DDD 
Administrator David McMahon, who is in charge of the SIS administration. 
 
What was our experience with the SIS like? I first received the phone call to set up the 
SIS while on vacation.  Standing on the boardwalk in Atlantic City, enjoying the early June 
breezes and remembering my childhood summers at the Jersey shore, the SIS was the 
last thing on my mind when the social worker called to make an appointment. Caught off-



guard, and with the social worker eager to pin down the evaluation time, I chose a time 
when I knew Andrew would be free, but was unable to check with either his job coach or 
my husband, both of whom I considered necessary participants.  Although it turned out my 
job coach was able to attend, not waiting until I had spoken with her first to see if she were 
available was a mistake. 

 
 
Don’t make the same one.  If you receive a call to schedule the SIS, and you don’t know 
off-hand the availability of all the participants you want present, politely inform the social 
worker that you will need to check on the availability of all participants before you can give 
her a definite date, and then arrange a particular day on which to call her back with that 
information. Immediately call whichever “team members” you wish to be present, and 
ascertain their availability.  Best to get a few dates from everyone, so you can find a date 
agreeable to all. 
  
Prior to this past June, Andrew was still under the resources allocated to him by the PCI 
done when he turned 21. Those resources were adequate so, like most families, we were 
a bit nervous at the prospect of change. Present at the SIS meeting were my son (recipient 
of support), myself, a job coach, and my husband. The social worker arrived right on time.  
I was unprepared for her need to set up her laptop, and so did not have a space ready.  
We quickly made one, thanks to the presence of a folded card table in our living room. My 
son hates to sit for any length of time, and the social worker quickly told him he could leave 
if he wished. Red Flag! The family member with the disability needs to be present 
throughout the SIS, and to participate in so far as possible.  We went through the 
questions.  Having my son’s job coach present was extremely helpful as she was able to 
speak to Andrew’s needs for supports on the job, questions I would have found difficult to 
answer.  About halfway through, I noticed the social worker began to coach us when we 
took too long to make a decision on an answer. To be fair, she did help to break down 
some of the questions, but it did feel as though she were in a hurry, as she interjected 
frequently with ”Most people say…” Or, before we were finished thinking through the 
question, she would say, It sounds like a…to me, supplying the letter herself.  Both of 
these things are additional red flags. The visit took her about 45 minutes. 
 
In just over a week, we received the results.  To my horror, Andrew’s Medicaid support 
money had been cut by two-thirds. I immediately sought advice, called the social worker 
listed on the letter informing me of the Tier assignation, and downloaded the appeal form 
immediately.  I cancelled any engagements I had for the next day, and went into my office, 



usually empty in the summer since I am an academic.  There I was able to concentrate on 
what documents I needed, and to make copies without interruption, a luxury I realize many 
might not have. I included his original award letter from the state (under the PCI that 
showed his level of support had been 2/3 greater than the current assessment.)  I sent 
along his ISP, and the last psychological evaluation he had done, even though it had been 
done five years earlier, when he turned 21. In our case, Andrew has autism, so anyone 
reading the evaluation would recognize that autism is a lifelong condition.  
 

 
 
Then, I waited. And waited. Finally, a little over two months later, we were once again on 
vacation celebrating our 10th anniversary in Atlantic City, having our last fling before 
classes started in September, when I received a phone call from BHDDH to schedule a 
new evaluation. Please note that in the meantime, no one had even informed me that in 
fact, BHDDH had found reason to re-evaluate Andrew.  That step never happened. I tell 
you this so that if you don’t hear back immediately, that doesn’t mean you should worry.  I 
would say if you have not heard back within two months or so, you should call BHDDH and 
ask where they are in your appeal process. This time I demurred on setting up a time, so 
that I might confer with Andrew’s job coach first. I was able to call the worker back by the 
next day.  By this time, an apartment had opened up for Andrew, and he was preparing to 
move, which worked to our advantage since he would be classified as “living 
independently,” automatically giving him a greater dollar figure, no matter what Tier he 
might be assigned. 
 
This time, I was ready for the social worker with the card table set up, and an outlet 
nearby.  The participants were the same.  But the social worker was not! Her demeanor 
from the start was extremely professional.  She explained the purpose of the SIS, and 
then, as she administered it (with a reluctant Andrew present the whole time), she carefully 
teased out the various parts of each question for us.  One of the more difficult questions for 
us to answer was the “How often?” ; i.e., how often do you, or your family member need 
the particular kind of support.  I think on the first SIS, we greatly underestimated this 
answer, and this was the answer we received the most “coaching” on from the previous 
social worker.  This time, the social worker really helped us to think through the questions, 
and the process took nearly two hours. 



 
However, ten days later, we received a letter from BHDDH, and the new assigned Tier was 
exactly where everyone, including Andrew, believed Andrew should be. 
 

 
It was a happy outcome, and not every outcome is positive. Some families have reported 
to me that it took three administrations to get what they believed was the right level of 
support. Others have reported a flat-out refusal to be re-evaluated.  This should not 
happen, so ask for someone higher up at BHDDH should you get such an answer from 
what might be an overworked and exhausted social worker. On your end, though, it is 
important to include with your paperwork a reason why you believe re-evaluation is 
warranted.  It is not enough to simply say that the support level assigned is 
inadequate for your needs. In my case, I cited that vast difference between Andrew’s 
previous level of support and the one assigned him after the first evaluation.  I also stated I 
believed the SIS had been improperly administered, and specified the “coaching,” toward a 
particular answer.  The important piece is not to lose heart, and to keep appealing until you 
get what you believe is a fair and just Tier assignation. 
 
This column is “Family Connections” and we want to hear from you, so 
please send us your questions and comments.  
 
We want to hear from you!  Our email is riddc@riddc.org 
 
 
Celeste Martin, Chairperson 
Systems Advocacy Committee (SAC) 

 
 
 
 
 
 


