CIL NET presents a national teleconference and webcast -- Beyond the Filing Cabinet:  Appreciating the Value of Consumer Service Records.  

Presenters:  Shari Coatney, Lou Ann Kibbee and Mary Reynolds.

>> OPERATOR: Good afternoon, everyone, and welcome to the Beyond the Filing Cabinet teleconference.  Today's host will be Mr. Tim Fuchs.  During the presentation, all participant lines will be muted.  You will be allowed to ask questions at the end of each presentation.  As a reminder, today's call is being recorded.  

Now without further delay, I will turn your call over to Mr. Tim Fuchs.

>> TIM: Thanks, Julie.  Good afternoon, everyone.  This is Tim Fuchs for the National Council on Independent Living.  And I want to welcome you all to today's teleconference and webcast, Beyond the Filing Cabinet:  Appreciating the Value of Consumer Service Records.  Today's presentation is brought to you by the CIL NET, a program of the IL NET's national training and technical assistance project for centers for independent living and its sister project for statewide independent living councils, the SILC NET.  The IL NET program is operated by the Independent Living Research Utilization program in Houston, Texas.  And it's also planned in partnership with the National Council on Independent Living, NCIL, here in Washington, D. C. and the Association of Programs for Rural Independent Living, or APRIL, in North Little Rock, Arkansas.  Substantial support for the development of today's presentation is provided by the U.S. Department of Education, RSA.  No official endorsement of the Department of Education should be inferred.  

So as Julie said, I want to remind you all that today's presentation is being recorded.  So we will provide an archive of the presentation on ILRU's website within 48 hours of the end of the call.

Similarly, all of your telephone lines are muted.  It's not so we can't hear you, it's just to preserve the sound quality, and again we'll take Q. & A. breaks several times during today's presentation so you can ask questions of our presenters.  You can do that by pressing 01 on your keypad.  

And for those of you participating by webcast, don't worry, you can ask questions, too.  There is an ask a question feature on your webcast platform.  You can enter that there and those questions will be E-mailed directly to me.  I will relay them to the presenters during our Q&A breaks.

The materials for today's call, including the PowerPoint presentation and an evaluation form, are located on our website and I'm going to give this url twice.  If you haven't gotten the materials yet, especially the PowerPoint, you're going to want to do that now.  It's really important to have it open in front of you or to print it out to follow along.

So again, I'm going to read this url twice.  It's a NCIL website, www.ncil.org/training/beyondthefilingcabinet2009materials.html.  Again, this is the same url that we E-mailed to everyone in the confirmation, but again, if you haven't gotten it yet, either click on the link in the confirmation or type that into your browser now to get the materials.

Also on that page is an evaluation form.  That's really important to us, so please fill that out after today's call.  It really is short.  If you guys have done it before, you know.  If you haven't, I promise, it's very quick to complete and we do take them really seriously when we plan our future presentations.

Also if you're on the webcast, the PowerPoint presentation displays automatically so you can already see where it's going to be.  For our teleconference participants though, you'll want to have it open or printed out for the call.

Okay, so with that, I'm going to introduce today's presenters.  I'm happy to have with us three fabulous staff members from a great Center for Independent Living, SKIL, the Southeastern Kansas Independent Living Resource Center, and it was founded in 1992, and SKIL has grown tremendously over the past 16 years.  With us today from SKIL is Shari Coatney, Lou Ann Kibbee and Mary Reynolds.  Shari is SKIL's Executive Director.  Lou Ann Kibbee is independent living program manager and Mary Reynolds is SKIL's customer records manager.  They've been fun to work with and have done a great job putting a presentation together for today.

I'm going to turn it over to Lou Ann who is going to lead us off in the presentation.  Lou Ann.

>> LOU ANN: Go to slide 2 in today's discussion.  The first point being we're going to discuss the benefits of good consumer recordkeeping and recording.  Two, we're going to identify tips and strategies for streamlining the recordkeeping and reporting process.  We're going to explain how to establish rapport with consumers for more recordkeeping success.

Fourth, we're going to describe strategies for using good data for successful marketing and planning.  On to Mary.  

>> MARY: And this is Mary and we're going to talk about -- on Page 3, we're going to talk about what is a CSR.  And a CSR is a consumer service record and it does collect basic data about a customer.

And why are CSR's important?  CSR's support consumers' planning and progress and their goals and it is also a way to prove what you're doing with that customer.  It tracks the data for the government on your 704 report.  It will support you and your center in a grievance with either a client assistance program or CAP and can be used as a tool for audit.

And as we move on to slide 5, we're going to talk about simplifying the process by reducing the drudgery.  It's a good idea to have packets with all your necessary forms already put together to save time in trying to locate forms.  The packet should include an intake form with demographics, an independent living plan or an ILP and an ILP waiver and forms so you can have either one of those to get one or the other signed, a grievance procedure form, including the CAP information, voter registration form and a HIPAA release form.

And on slide 6 we also need for you to have -- you should carry with you extra release forms and ILP's for ongoing supports.  So once you do your initial packet, you have the opportunity to develop new goals with the customers through new ILP's and any other new requests that might be made by the customer.  You will also keep ongoing activity logs so you can track the goals that the customers have already set.

And on slide 7 the tips and strategies would be to make sure that staff are trained to know how to explain to customers why the information is important for your files.  And if the staff understand that completely, then that makes explaining it to the customer easier.  Don't get hung up on information if a customer doesn't want to provide something, just move on to the next question so that the customer doesn't feel uncomfortable.

Federal law requires HIPAA forms and also the importance of confidentiality.  It can protect the organization and staff as well as the consumer.  

And on slide 8 we talk about doing paperwork while you're with a consumer.  This will help the consumer feel more at ease with you and maybe in the future they will be more willing to provide information as you need it.  Be sure to take notes so that both parties know what's expected of them and go over what you and the staff will be doing, but also make sure the consumer is clear about what they are supposed to do before your next meeting.

On slide 9 we talk about consumer logs will be easier if you complete them while the consumer -- while we are with the consumer.  This promotes trust with the consumer and makes them feel like they are important to you.  It also helps to promote honesty and trust with the customer.  And this brings us to the end of the first section.  If there are any questions for the first section, we can take those now.

>> OPERATOR: Thank you.  And if you do have a question or a comment to make in reference to this section, you can press 0 then 1 on your telephone keypad.

It appears we do have several questions for you.  The first one comes from (inaudible), go ahead, Ms. Beacon.

>> CALLER: Yes, we would like to know what HIPAA forms do you use?  Is that the same form as a right to responsibility form?

>> MARY: We use a separate form.  It's just a basic form for the releasing of information and the rights and responsibilities is a separate form altogether.

>> CALLER: Okay, so it's like an authorization to release?

>> MARY: Right.  Right.

>>We go ahead and use the HIPAA release form which is for medical information.  It was employed several years back, but we use that for all releases, that way we don't have to judge whether we need a simple release form or a HIPAA release form.  We just use the HIPAA release form for all releases, that way our staff are covered in any situation.

>> OPERATOR: Your next question comes from Evelyn.  Go ahead.

>> CALLER: Hi, this is Evelyn.  Your HIPAA form, where can I find a model of that?  We always use a release form, but it's one that we designed ourself.

>> SHARI: This is Shari.  I would say we also designed our own HIPAA release form.  We took models of other HIPAA forms that we had gathered from medical facilities and tried to come up with a simplified form that was easy for understanding because I think it doesn't do anybody any good to have a form that's so complicated that people aren't sure they are filling it out correctly.  So we can probably make that available.  Tim, if you give me some feedback about that.

>> TIM: Yeah, absolutely.  If you are willing to share that, we can get it to all the participants.

>> SHARI: I'm not saying ours is the best form by any means, but it is just a basic release form that -- like I said, we used information from other folks, other medical facilities who had HIPAA release forms available from the get-go and simplified it for our use.  So we'll be more than glad to make that available.

>> CALLER: Thank you.

>> LOU ANN: This is Lou Ann.  You can correct me if I'm wrong, but part of the reason that we use the medical HIPAA form is because Kansas does have Medicaid home and community-based services that the centers help run and case manage, et cetera.

>> SHARI: That's true, as well as the fact we're gathering medical history -- but medical information when we're talking about a person with disability and since that information is in our records, before we release any information now, obviously the release form is pretty specific about what information you can release as well, but because our medical information within our records just based on the fact that you ask about a disability in there, that's why we thought we should cover ourselves and have HIPAA release forms.

>> OPERATOR: That's the last audio question I have at this time.  Mr. Fuchs, do you have any web questions?

>> TIM: No, Julie, thanks.  I don't have any questions from the web.  We'll just proceed with the presentation.

>> LOU ANN: Okay, this is Lou Ann.  Go to slide 11, establishing rapport with the consumer.  We believe we should train staff on how to build trusting relationships with consumers and some of the ways to do this is for staff to be real with the customer, the consumer.  Do not present yourself above the consumer.  A lot of times people or individuals can be really turned off of the quote-unquote professional and of course tying into our philosophy, we believe that you should put yourself at the same level, not above the consumer.

It's important to be honest with the consumer.  If you don't know an answer to a question that they have, admit that you don't know the answer and let them know that you'll get back to them.

Go to slide 12, rationale for writing down goals, objectives and plans.  The consumer and staff should both understand what to expect from each other when developing a plan.  The staff should not make any assumptions about a consumer's ability.  Some individuals will need more help than other people.  Some individuals may need help filling out applications, whether it's for housing or medical assistance, whereas others may be able to do that by themselves.

You should review the plan at the end of the meeting and summarize what happened in the meeting with the individual.  And always remember to provide the individual with your contact information.  Most consumers know what they want, but they just don't know how to get there.  Sometimes it's like putting a puzzle together with different pieces.  It's just trying to help them get to that goal.  Sometimes you have to listen for awhile and really -- you may have to ask them questions just to try to make yourself clear on what it exactly is that they are wanting to get to.  And always remember, too, that whatever the consumer needs, to them, it's an emergency.  It may not be an emergency to you, but to them it is.  And so you want to make sure that you understand that and make sure to them that they understand what you know it's important so that they don't feel unimportant to you.

We want to remember of course that CILs are empowerment organizations.  We are about independent living, of course.  We need to be able to give the power to the individuals in order to fulfill their dreams and wishes and reach their goals in life.

And one of the things I think is really important, too, is a lot of times -- you know, sometimes goals can take a long time to reach, but there is little successes along the way in getting toward that main goal.  And I think sometimes it's important to be sure and celebrate those little successes with the individual, too.  Just so they don't get discouraged and thinking that they are never going to reach their goal.

On slide 15, ILP and ILP waiver.  ILP is an independent living plan which documents your goals for the individual -- or the individual's goals.  You are required to have one of these -- either a written ILP or an ILP waiver, one of those has to be signed.  Obviously since we do believe in choice, consumer choice, it's obviously the consumer's choice to be able to write a plan or to waive the plan.  We think it's important that staff explain to the individual why it's good to have a written plan.  If they have a goal, they are going to have to develop obviously -- you have to develop a plan on how to reach that goal, whether you do an actual ILP or waive it.  We encourage, of course, to do an actual ILP; but again, it is the individual's choice.

>> TIM: Lou Ann, this is Tim.  Sorry to interrupt.  Is there any way that you could get closer to the phone or maybe use a headset?  I hate to do that to you, but you're a little bit muffled right now.  So everybody can hear.

>>Lou Ann?

>> TIM: I didn't want her to go away.

>>Are you there?

>>She is still on the conference.  I'm not sure why we're not hearing her.

>>Well, I will, if I could, while we're waiting on Lou Ann, this is Shari, just to support some of the things Lou Ann has already said, is that I think when we're writing goals, some customer's may seem really big, and others may seem like an objective to a bigger goal.  I think it's important to remember that when you're working with a customer, everybody has different ways of visioning what they need and where they need to go.  So sometimes your goals will seem like very large -- that goals that need to have objectives to support them and so there will be steps along the way and other customer's goals will look like an objective and I think it's just important to remember as you're writing those that again everything is individualized by that customer and where that customer is, it's important to get there with them.  So there you go.  I was filling in the time, Lou Ann.

>> LOU ANN: Okay.  Did you go to the next slide?

>> SHARI: No, I did not.

>> LOU ANN: The next slide on 16 is goal setting.  And there of course is -- I don't know what Shari was just talking about since I missed it, but the consumer needs to understand the ILP or goals are not set in stone.  They are very flexible and they can be changed.  And it's important to close a goal for recordkeeping purposes, even if the goal isn't reached because the individual can always go back to that goal.  And I think it's important, too, to let the individual know that just because they didn't reach that goal right now, that it is something that they can come back to later and reset that goal again.

And then I think it's also important, too, to give the consumer feedback on the progress of each goal.  When you meet with the individual, talk about the goal, where you are in the various steps along the way for reaching that goal, so that they do see progress.  A lot of times individuals don't see the progress that's being made because it can be very slow sometimes.

Meet with the consumer on a regular basis to review what both of you have gotten done.  I think it's always important to obviously -- it is about independent living.  So for the individual to also have something that they are supposed to do along with the staff person doing some things also.  I think it gives more ownership to the individual as a goal when they have steps that they are supposed to follow, too.  And then of course encourage and empower and talk through barriers that may require additional goal settings.

Okay, so at this time that brings us to the end of this section.  So we'll take any questions from the audience now.

>> OPERATOR: Thank you, ma'am.  And again as a reminder, if you do have a question or comment, you can press the 0 then 1 on your telephone keypad.

And your first question comes from Debbie.

>> CALLER: This is Debbie at the Connecticut State Independent Living Council and I'm here with some center people and they have a question.  Many of our consumers prefer to waive ILP's.  Would you give examples of a way to encourage them to establish written plans?

>> LOU ANN: This is Lou Ann.  A lot of times I think individuals are just scared to make that commitment to sign the paper.  But I think it's important to make sure that they understand that just because they are writing this goal that it's not in blood.  It can be changed.  It can be flexible.  And to help them understand that even if you don't have a goal written down in a plan, they are still going to have to -- there are still going to be steps you have to figure out how to reach that goal even if it is waived.

>> SHARI: This is Shari, too.  I think that it's an empowering mechanism for the customer as well as they understand there is a written plan, but then it helps us to be more accountable to them as well as accountable to our agency, but I think that if they understand that we have to still -- I mean whether they sign the goals or not, the plan, we still have to have them written down.  We still have to have documentation about our progress.  So it's not stopping us from writing anything in the consumer record.  Some folks are very determined that they don't want to do that.  I've even had folks who refused to sign over the waiver.  And I tell the staff don't get hung up on that.  Just write down they refused to sign the paperwork and that's fine.  That means probably you have some trust-building you need to do with that person.  So you figure out a way to meet them where they are, give them lots of feedback and develop that rapport and that usually -- over time you'll be able to get them to a plan.  We don't obviously require that with information referral customers who are generally the more casual customers.  So generally when people come in and we are working on a goal, there is going to be time to develop that relationship with them.  So with time I think it will come, but I think it's allowing and encouraging the staff to build that relationship and trust and to also be very honest with the customer about the fact that we still have to write down because we still have to have something to make us accountable for what we're doing.  And if you don't write it down, you know, you don't get credit for it.  And so that's pretty important.

>> OPERATOR: Okay, your next question comes from Kristy.  Go ahead.

>> CALLER: Hi, this is Kristy from the independent center in Richmond, Indiana.  I wanted some feedback on when you hire your staff and start training them on how -- how do you train them on how to identify goals with consumers?

>> SHARI: Again, I think that -- and Mary can jump in.  I think that probably as a nation that's been a struggle.  We have -- I'm getting some weird feedback in my line.  I hope you guys aren't getting that.

The definitions of the services sometimes has a lot of vagueness in it.  The information from the 704 report -- all the things have to come together.  So I think that the most important thing is giving the staff the tools and to be available to them and support them as they start using those tools in the field.  And then of course we encourage peer support amongst other folks in that position so they can help each other through those things as well as having management and support folks available to do that.  And we also try to go over their monthly report -- not only do we try to give them the information up front, definitions and the paperwork and encourage them to ask questions along the way, but at the end of their first month, we like to go over their report with them and give them feedback and I think that I have staff that have been here for 15 years that probably still get a lot of feedback.  Sometimes even senior staff have a tendency to hit barriers from time to time as well as to maybe get too comfortable in what they do and need some feedback.  So we have a quality assurance kind of piece in there that we do review all the reports as they come in and look at the goals, but we certainly -- as everybody struggles with making sure people understand where to put things and how to categorize things in the goal section.

>> CALLER: Okay, thanks.

>> TIM: Julie, this is Tim.  Could you help us figure out where that distortion is coming from?

>> OPERATOR: Yes, sir.  While we're getting that taken care of for you, do you have any more web questions?  I do have one more audio.

>> TIM: Sure, I'll go ahead with that.  Thanks.  My first web question asks if a consumer signs a waiver but wants to receive something as simple as equipment, can that be recorded as a short-term goal?

>> SHARI: This is Shari and I would say that even if a customer signs a waiver, you should still set the goal.  There is no way to record what you're doing if you don't.  I mean you need to have it in the consumer service records regardless if they signed a plan or a waiver, the goal should be specified.  And the completion of that goal if you're able to get that equipment and steps you've taken to do that still need to be recorded in the consumer service records.

>> TIM: I'll go ahead with my next question from the web, too, while Julie helps us figure out the audio distortion.

This question says if staff has to write out a plan regardless of whether or not the consumer waives the plan, why bother waiving plans?

>> SHARI: Great question.  I think it's simply giving the consumer the right to choose.  If you have to do the documentation anyway, I think it is more incentives to get customers to sign in fact those plans, but it's not a deal breaker.  You need to deliver the service if the customer said I'm not signing that plan.  We don't want to control the customers and we have to allow them that right.

>> TIM: Okay, thanks, Shari.  And while Julie is still away, I have one more.  Shari, I'll put you on the spot.  I apologize.  Someone is asking if you could provide more specifics on the quality assurance process you just mentioned.

>> SHARI: The quality assurance process that SKIL has -- I know everybody is organized differently, is that we have a staff person who goes through each monthly report that our field staff have, and SKIL is a pretty large agency.  So we have 12 independent living staff who submit monthly reports and that includes, of course, the report form is very similar to The 704 Report, front page and where they calculate the number of services delivered and the number of goals set, the number of hours spent doing the different activities.  So staff then takes that report and enters that into the database, but they also check to make sure that there -- all the pieces are in place, that there is documentation for the customers they have on the report.  Their independent living plans have the information we have and the general information that we need for the database, and the database is of course collecting across all the coordinators across the year so at the end of the year we have that 704 report.

>> TIM: Okay.  Thanks.

>> OPERATOR: I do believe we have that audio problem fixed for you.  And our next audio question comes from (inaudible).  Go ahead.

>> CALLER: My question is how many consumers for a staff to handle in each given time so he or she will be able to provide proper care for the consumer?

>> LOU ANN: This is Lou Ann.  I mean I think a lot of that really depends on your demographics at your location.  Kansas is a very rural state, and we kind of do it two different ways, really, even within SKIL.  In southeast Kansas there is an actual office and IL staff for each county down there.  Out here in the western part of the state where we're also located, we have staff but they do a lot more windshield time or traveling.  So I think it really depends on obviously how much traveling you're doing and that kind of thing.

>> CALLER: Uh-huh.

>> LOU ANN: I don't know what the average case load is for my own staff even.

>> SHARI: I think that there is a lot of factors that go into how many customers a staff person can handle.  And obviously the more diluted it gets the harder it is to get the time and attention to each customer.  So I think some of the variables would be about the staff person's -- obviously since we employ folks with disabilities, everybody has a different ability and different capability of how long it takes them to provide sees paperwork and communication and getting where they need to go to do what they need to do, but -- and then some people can handle more than others.  I mean, just by stress level as well, but a lot of times it has to do with the size of the goal the customers have set.  So I think that that average per staff person varies dramatically with all those different factors.

One of the things I think is important for independent living centers to do -- and I know that I have staff on this call so I'm sure that I'll hear about this -- but I think it's important for managers to kind of keep a temperature on, you know, how many completed goals are being done.  Are we hitting capacity and what do we do about it when we start hitting capacity with people's abilities to provide that service and that support.  And I think that will vary from location to location as well as staff person to staff person, but we as management, I believe, have a responsibility to check that capacity.  A very good way to measure that is the number of goals being closed and if your staff are being able to follow through and get that done or if in fact they are not being able to get that done, then we probably need to look at how many fires they are trying to put out at one time.

>> CALLER: Thank you.

>> SHARI: You're welcome.

>> OPERATOR: And I have no other audio questions at this time.  Do you have any more web questions on this section?

>>TIM:  No, thanks, Julie.  I don't have any more questions from the web.  So we can go ahead with the presentation.

>> SHARI: This is Shari, and I think we're on slide 19 now.  The topic of this slide is other uses for the data.  So that kind of led me into some of the things I was talking about with the following question, but obviously data is collected.  I think it's important for staff to realize what the data is used for.  Many times I think we get caught up and do what we do every day and we don't take time to educate folks about why it's important to do what they do.  It's not just important for all the reasons we talked about, about developing trust and be being able to get things completed and follow through with communication and all those things.  There is a lot of good things that happen with the data once it's collected.  You can use it for systems advocacy when you're trying to move a piece of legislation through or something within the bureaucratic system.  The data is a very good way to support it.  Data is something that is real and you must be able to produce that when you're moving an issue forward.  So obviously that data is used for the greater good, not just for the individual use.

Another area that the data is used for is for marketing.  When you're marketing your agency, when you're marketing an issue, when you're marketing housing needs, when you're trying to do systems change, it's important, again, to have that data to support you.  And I don't think that probably as a whole we use our data to give us the power we need, but I know that it has been very effective as well as to know where you need to market to.  If you have underserved areas and you can tell that from your data, you know what areas you need to market to.  If you have underserved populations, again, your data can support where you need to market.

Next is for resource development.  If you are going to a local government entity like the county commissioners or the United Way or one of those kind of entities in your own local community to raise money to support your center, it's important to be able to tell them the number of people served in your area, the types of services that you provided, the number of services you've been able to provide in their community and again there is only one way to get that data.  You either -- you go to your data system and pull that out and obviously there is only one way and that is to pull your data from your data system and have accurate data that you can present.  And people again want to have something tangible that they can wrap their arms around before they are going to give out money.  And so that's very important for your agency as the whole independent living moment to have the resources to support your agency as well as being one of the standards and indicators that's required, is that we to do research development.  So that data will support that.  Strategic planning is another area that your data is very important for.  When you're developing your long range goals for your agency, when you're developing your advocacy goals for the state or for your local communities, strategic planning, you need to have something to up on your telephone where your area of needs are.  So again you can use that data to support those objectives.

On slide 20 we talk about systems advocacy, which I've already touched on, but gathering the data for the consumers served in the area, the number of customers receiving those services is very important if you're going to go out and change a system.  And it can be any system, whether you're working on getting additional housing built, getting housing vouchers, it can be important if you're trying to work with the transportation system.  Even if you're working on getting curb cuts for your city in certain areas, you can have the data available when you're going out and trying to push those objectives for your community.  Data again gives you a lot of power.

And systems advocacy needs the data to support them.  And I just can't state that enough.  Systems advocacy needs data and we need to be collecting our data collaboratively to do national advocacy.  You need to collect it collaboratively to do state advocacy and obviously in your local communities you need to have it.

When we meet with our legislators in Kansas, I know that it's very important that we have accurate data.  So having your data along the way, keeping it up to date so that when you're asked how many people are you serving in your communities?  When they're trying to push a piece of legislation through for you, I mean it's important to know how many youth you've served and that's obviously very important to have accurate, correct data that can be used.

Next we go to marketing.  Marketing data can be used to tell us what we do well as well as what we do not do well.  I can help us when we're trying to market to they what to market where.  It tells us who to market to.  Again, if we are talking about underserved populations in different communities, we know how to developing our marketing plan and know how to reach our customers or each those who should become customers or need our services.

Point three is what underserved areas are within your organization?  Again, when you're doing your strategic planning, you can look at that data and tell where those underserved areas are.  Data supports the independent living ability to sell itself.  Again, when you're trying to raise money or when you're trying to just have community support or to back yourself up when you're in a corner, and having a resistance from other folks, that data gives you a lot of power.  It also helps us when you're trying to recruit staff.  Data tells you, again, when you're talking about your capacity and when you're recruiting staff, it's important to use that when you need to know what kind of staff you're looking for and what areas you need them and that data system can certainly be a powerful tool.

Resource development is on slide 22.  Show the data when you're fund-raising showing the number of people you served.  Next when you're fund-raising to individuals as well as entities, it's important to break the data down to show the geographical areas, the age, et cetera, to support the funding request, and this also is useful when you're writing grants, not just when you're out beating the doors in the local community.

Data can be helpful when deciding what grants to apply for.  There is a lot of foundations out there.  There is a lot of different funding sources, but you can spend a lot of time writing and getting nothing back, but if you use your data to help guide you, obviously, you won't have as many efforts going without reward.

On slide 23 the data shows you where your holes are, where the gaps are, where you can put your -- what you can put in your long range goals and your organizational goals to help close those gaps, to identify your strengths and weaknesses and build from that.  So I think that that's very important to remember as staff people that you help support the whole organization as well as the independent living movement in your area by having that data available as the boards are looking at information to figure out where to build.

So then we go to slide No. 24.  And this is where -- I guess we're into our last question and answer opportunity.  So I'll turn it over to you guys to ask questions.

>> OPERATOR: Thank you, ma'am.  And as a reminder, if you do have a question and would like to make a comment at this time with regards to this portion of the presentation, you can press 0 then 1 on your telephone keypad.

I do have a question for you from Susan.  Go ahead.

>> CALLER: No, actually it's Bob, but I'm in on the call.  You made a couple of references dealing with your legislators.  How often do you meet with your legislators as a center or how receptive are your politicians to the center and how do you build that rapport?

>> SHARI: This is Shari, and we meet with our legislators a lot.  We invite our centers -- each of our branch offices have summer activities that we do with our customers and celebrate and appreciate their involvement with the center and we invite our legislators to each of those activities to help build a relationship and have them see who we are and what we do, as well as to have the opportunity to teach customers that these folks are just people from their communities that empower them along the way.  We also set up meetings with each of our legislators before the legislative session starts in Kansas, and we usually have small meetings then with our legislators and it's made up of -- it's a little different in each community, but for the most part we try to have our staff and the community in which that legislator is representing as well as a few customers and then our legislative and advocate staff to kind of present our legislative agenda for the year.  And usually our legislative agenda is supporting the statewide independent living agenda for our state and we try to break down those barriers and let them know, you know, what issues we're going to be pushing and open that communication up before they get to Topeka which is of course our state capital, and then during the session, of course, as our issues move forward we provide testimony, if necessary.  We make lots of phone calls and write letters and then of course on the national level we do the same any time our legislators are going to be in southeast Kansas or in Kansas, we invite them to come by the center.  We go where they are at.  We go to their public forums and we make our face be seen and known and then of course we write many letters and have staff who spend some time in Washington to push our agendas as well.  Yes, please, go on.

>> CALLER: On your initial contact or invite, you just invite them to the center to learn more about what you do there?

>> SHARI: Absolutely.  Yes, we do.

>> CALLER: Are they receptive to that and open to coming out?

>> SHARI: Oh, yes.  I don't think we have very many legislators that don't know who we are and what we do and have graced us with their presence, both our national legislators as well as our state legislators.

>> CALLER: I'm just surprised they are that open, but maybe we need to work on ours here.

>> SHARI: Maybe we're pretty forceful folks, I don't know.

>> CALLER: Are you like the governing center there in Kansas?

>> SHARI: There is not a governing center.  We're one of the 13 in the network of centers.

>> CALLER: And you're not larger than any of the others or carry any more weight?

>> SHARI: I think that we all are equal in Kansas.  There are some of us who are larger than others, but I think as far as carrying weight, no, none of us are over any of the others as far as the weight ability to get things done.

>> CALLER: All right, thank you.

>> LOU ANN: This is Lou Ann.  One of the things I was going to jump into is on the systems advocacy that we've also done in Kansas is with the data that's collected and that the centers turn in on the 704, each year when we go to the NCIL conference and do our Hill visits after the march and rally, before we go, our SILC director tries to do this every year is to gather data from all the centers across the state and compile that data so when we go in for Hill visits, we can go in with the data sheets and saying this is how many people with disabilities across the state of Kansas were served by the 13 centers.  This is how many people with disabilities that the centers in Kansas help find housing for or employment or whatever the case may be.  And I think that really helps to open their eyes also.

>> SHARI: One of the best places I see that the data is collected cumulatively across the state of Kansas is when we're advocating for home and community-based services.  We're able to take that data and show how much money the state has used to support centers and those services for individuals and how much money it saved the state because of the utilization piece that we've offered.  So it's a pretty powerful tool.

>> OPERATOR: Okay, your next audio question comes from Heather.  Go ahead.

>> CALLER: Our question is actually pertaining to another section.

>> SHARI: That's fine.

>> CALLER: I'm going to let another person ask it because she had the question for our center.

>> CALLER: Hello, we were just wondering what you all consider like one case load capacity for an independent living advocate?  How many cases does one advocate handle at your center?

>> SHARI: We didn't collect that data to be able to support an answer here.  But as I had said earlier, it depends on the individual and by that I mean the staff person and their different capabilities, how much windshield time they have to put in to supply the supports and services.  We believe most of the services should be delivered in the community and not in the office, so that factors into it.  And then little the size of goals and the amount of attention that each goal takes.  So I think that it really is up to the management of each agency to watch the goals and success of those goals to see they have the capacity to do that.  I would say may staff say they are overworked.  We are also controlled by budgetary means and there is only so much money to hire staff and so it's a really slippery slope and I would not want anybody to go back and say we went to this training and they said that nobody should carry more than 50 customers.  I can't answer that since I haven't done the research in my own agency to see what that is.

>> CALLER: Okay.  Thank you.

>> OPERATOR: I do have two more audio questions but I'd like to turn it over to Mr. Fuchs for any questions he might have.

>> TIM: No, actually, I just had a similar question to the one that Shari just answered.  Go ahead with the audio questions, Julie.

>> OPERATOR: And your next question comes from Mary.  Go ahead.

>> CALLER: Thank you.  Yes, I need to revisit the HIPAA area.  We are not currently providing any personal assistance services.  And so we were under the impression that we did not have to use any kind of a HIPAA form.  We do, of course, use the release form, but I'm a little concerned here.  What is it that requires us to use the HIPAA form?

>> SHARI: Go ahead.

>> LOU ANN: This is Lou Ann.  I think what Shari was saying earlier -- I made reference to the fact that we do provide home and community-based services and that is one reason why we use the HIPAA.  But as Shari said, it was really an agency choice and feeling that we needed to protect our agency in that we do end up collecting medical information from individuals and by using the HIPAA form that just protects us a lot more.

>> SHARI: This is Shari.  I would say that's a decision that either you could seek legal -- if you have legal counsel available, otherwise, I would say that it's just going to have to be a call that your agency has to make and I don't think you're out of compliance by not using a HIPAA form.  It's just be careful about what information is used when I was releasing information if I wasn't using a HIPAA form.  I'd just be very cautious about what information you are releasing outside of your agency and if you're getting information from another outside agency, obviously if you needed some kind of medical information from an outside agency, they would know if they required a HIPAA form and you would have to use their form and again it kind of simplifies things if you use a HIPAA form when you submit -- when you're trying to get information.  If you're already using a HIPAA form, then obviously it speeds up the information because you already have a form that you can cover yourself with.

>> CALLER: So you're covering all your bases if you use the HIPAA form?

>> SHARI: Correct.

>> CALLER: And you can use that to replace your release form?

>> SHARI: That's what we did, yes.

>> CALLER: And you are going to provide a sample form that we could use -- look at -- steal from?

>> SHARI: Yes.

>> CALLER: Wonderful.  Thank you.

>> OPERATOR: Our next question comes from Jim.  Go ahead.

>> CALLER: Yes, ma'am, I really kind of wanted to make a comment I guess instead of a question.  Here at our center we have a statement of confidentiality that we ask each new consumer to sign.  They are not required to sign it, but it says if you will, please, sign indicating that we have gone over this form and we used to have an attorney who worked here.  It's a long, long, kind of detailed form being very specific about how we handle their information and when you say HIPAA, I'm not sure of the medical requirements, but I'm wondering, is it likely that probably we cover all the HIPAA bases and whenever we give out information, we have a release form.  I think it's called a sharing of information -- what's it called -- exchange of information form where we give our name, the other agency's name, specifically why we're giving out the information and what specific information we'll be giving.  Do you think we'll be covered on HIPAA if we need to be?

>> SHARI: I think you're fine as long as you're not releasing any medical information or getting any medical information.  If you're getting or sending anything related to the disability itself, that's where I would be concerned.  I'm not a lawyer and I think the confidentiality form is good because then I think you are also establishing trust with the customer by doing that.  We have a similar form, but we don't have that with all our customers.  We have that for each staff person and any volunteer staff that may be in the agency from time to time where we have them sign that and go over the importance of confidentiality.

>> CALLER: Yes, ma'am.  Thanks very much.  I'm thinking, you know, we sometimes have folks to send us medical information from their doctor if it's needed for -- like particularly if we're trying on to help them get equipment and the doctor's information would document they need that particular equipment.  But I guess it would be good if we could consult with our attorney to make sure we're in the right direction.

>> SHARI: Again, part of this training is about simplifying things and not having to have multiple forms for different things.  The staff aren't caught in a position where they are trying to guess which form to use and I think that's part of what we were trying to point out with the HIPAA release form is that it's one form.  And it covers your bases whether it's medical information or nonmedical information.  It's just one form and the staff don't have to worry about which form do I use this time.

>> CALLER: Okay, thanks a lot.  Does someone else have a question here with us?  Thanks so much.  I think someone in our group was interested in the rights and responsibilities.  Could you tell us a little bit more detail about what that involves?

>> SHARI: The customer's rights and responsibilities?

>> CALLER: If you have a form that they sign recording that -- regarding that.

>> SHARI: It depends on the program and some of our programs in Kansas do require that we have rights and responsibilities and it's a different program have those things and it's just making sure the customers understand what their responsibility is and what our responsibility is to that program.

Mostly, I think it pertains to waiver programs as well as our fiscal management service.  If we're providing those kind of supports, then there are rights and responsibilities within that.  Other than that, we just have the right to know how to appeal a decision and basic rights grievance policy.

>> CALLER: That's great.  Thanks very much.  Just one other follow up, you say that you have some waiver programs involving community-based services.  Does your center actually hire and carry out -- or actually supervisor the employees who provide community services?  And is that the state forms involved?

>> SHARI: Our center in Kansas does not, in fact, hire, fire or supervise any personal care attendants or personal assistance staff.  We empower the customers to do that, so we have a contract with the customer about what their responsibilities are and what our responsibilities are.  However, we do assist customers in finding personal care attendants, interviewing personal care attendants and supporting them with personal care attendant issues as they come along.  Nationally, that's known as I.&A. service and our center does do that as well, but with the fiscal management system that we have, the customer is actually the employer and they have their own employer I.D. number and we simply are managing that plan and care and making sure they stay within the plan of care and manage the payroll.

>> CALLER: That's interesting and thanks very much and I'm happy for Kansas that you have such great community-based services so far.

>> SHARI: Thank you.

>> CALLER: I have a question.  Can you hear me?

>> SHARI: Yes.

>> CALLER: Is there some part of the consumer service record where we're supposed to capture some sort of proof that the person has a disability?

>> SHARI: What we do, we let people self-disclaim their disability where we ask that information and we document what we've been told.  Many times they are looking for medical equipment or those kind of things, there will be -- the funders will want supporting documentation for that.  When we ask the question about their income, not all folks have disability income, but a lot of times that will verify the disability as well.  But, no, I figure if someone comes in here and tells me they have a disability and they need some support, I'm going to have to just take their word for it because we're consumer controlled.

>> OPERATOR: I do have two other audio questions for you, but I'd like to turn it over to Mr. Fuchs to see if there are any web questions.

>> TIM: Thanks, Julie.  No questions from the web right now.  Go ahead with those two and then you can check back with me.

>> OPERATOR: Okay, thank you, sir.  Your next question comes from Mr. Knight.  Go ahead.

>> CALLER: Hello.

>> SHARI: Hello.

>> CALLER: Yeah, I had a question about what you think the effect of civil disobedience has on systems change?

>> SHARI: Well, since we're talking about consumer service records at this point, I would say that the consumers -- the data would be useful when you're doing civil disobedience as well when you are doing ADAPT style advocacy, I believe that is important that people don't think you're just loose cannons out there deciding you need to have a reason to go raise some attention on an issue that it's important to have, again, data to support the effort you're trying to push.

>> CALLER: Thank you.

>> SHARI: You're welcome.

>> OPERATOR: And your last audio question that I have in queue for you comes from Debbie.  Go ahead, ma'am.

>> CALLER: Hi.  Connecticut has been working -- we have five centers in our state and we've formed a work group to try to get better report out to when we go to legislators.  I would be interested in knowing does Kansas, since they have 13 CILs, if somebody puts all the information for the 13 CILs in one report to show legislators or are there 13 reports that get put together?  We're trying to figure out a way to show how much the centers are saving the state, but it seems like as we meet, we're figuring out kind of how to pull everything together to get more kind of bang for our buck because the five centers do things a little bit differently from each other.  And I'm wondering if there is one report from all the 13 networks in Kansas, who does that?  And who is responsible for pulling that report together?  And would we be able to see the report?

>> SHARI: This is Shari again, and yes, we have funding for the centers that are very different in our network in Kansas.  We have some centers that are funded by Part B funds.  Some centers who are funded by Part C funds and some centers who have just state general funding.  So -- and some people have a collection of lots of different things or all of those things or parts of those things.  It's very different.  So all of our 704 reports are submitted to our SILC office, as well as to our designated state unit, which are not the same in Kansas, and the SILC director does compile that information for us so we can do our legislative advocacy.  And so that would be Shannon Jones in the state of Kansas.  And she does do a report, yes, every year.  And I'm sure she'd be willing to share that if you wanted to contact the SILC office in Kansas.

>> CALLER: Thank you.  That's great.

>> OPERATOR: That is the last of the audio questions that I have for you at this time.  Mr. Fuchs, do you have any web questions?

>> TIM: I do.  Thank you, Julie.  Shari, I'm going to put you on the spot again.  And one of our participants is wondering -- the CSR's or the report that you produce to help with your strategic planning process?  In other words, how do you use the CSR's for that?

>> SHARI: Well, we do it with our strategic plan when we write our state grant as well as our federal grants and then we also use that data of course when we develop our long-range plans which we only do about every three years.  So it would have to be a collective of that data, but if we -- like employment is obviously a very important issue and in Kansas it's really moving to an all time high of importance.  So we use that data to figure out what kind of employment supports we need, what kind of training we need to provide to our staff to increase the employment opportunities for folks.  So the goals could be written by training needs as well as outreach needs.  So that's how we would use it for long range goals.  And then in our grants when we're writing our objectives for our grants, we use that data to set our goals.  I mean, our tangible measurable outcomes would be based on the number ifs that data.

>> TIM: Okay.  Thank you.  Julie, one last check to make sure there are no more questions pending on the audio.

>> OPERATOR: No, sir, no more audio questions.

>> TIM: I don't have any more from the web.  So that brings us to the end of our presentation.  And I want to thank Lou Ann, Mary and Shari for being with us today and for putting together today's presentation.

As always, I want to remind everybody of a couple of things before we go, first of which is to visit the training page where you downloaded your materials to fill out the brief evaluation form so you can let us know what you think of today's presentation and how we can improve on further presentations.

And also I want to let everybody know that if you have any follow-up questions or requests for information, whether it's in a day or in a month to please don't hesitate to contact me.  The presenters' contact information is included on the last slide of the PowerPoint.  Rob, if you wouldn't mind going to slide 24.

Oh, we're already there.  Sorry.  But I'll offer myself as a single point of contact.  So I am at tim@ncil.org.  So if you have any questions about today's presentation or any of our upcoming trainings, just let me know and I'll get back to you.  Thanks everyone.  Thanks to everyone for being here and thanks to our presenters, Mary, Shari and Lou Ann if you could hold the line, I would appreciate it.  Everyone else, have a wonderful afternoon.

