NUSGART CONSULTING LLC
5225 POOKS HiLL ROAD SUITE
BETHESDA, MARYLAND 20814

TELEPHONE: (301) 530-7846
Fax: (301) 530-7946
E-MAIL: nusgart(@bellatlantic.net

August 31, 2000

Madeline Ulrich, M_D.

Coverage and Analysis Group

Office of Clinical Standards and Quality
Health Care Financing Administration
7500 Security Boulevard

Mail Stop §3-02-01

Room 83-11-17

Baltimore, Maryland 21244-1850

Dear Dr. Ulnich;

As promised in our recent telephone conversation, | am enclosing two out of the three groups of
surveys that we have conducted regarding AAC devices, The third set of surveys should be sent

to you next week by Lew Golinker, who will also give you more of a detailed analysis of the
SUrveys.

As you recall, the questions contained in these two sets of surveys are ones to which HCFA staff
had requested answers. We gave you copies of this survey at our meeting with Dr. Kang and
HCFA staff on July 6, 2000 for your review and comment. We then made several changes to the
survey due in response to suggestions from Dr. Laurie Feinberg such as ensuring that the survey
focus on individuals who are Medicare eligible rather than children and adding “modify device;
change/modify accessories” in question 11 rather than keeping it only as “change device”.

The first set of surveys had 17 respondents. They were sent to 26 speech language pathologists
who practice in major medical institutions and are leaders in the field of AAC. You will likely
recognize many of their names since they were contributors to the Formal Request. These survey
responses were prepared either by file review or by the general estimates of their experience over
the years.

The second set of surveys had 29 respondents, These surveys were given to speech language
pathologists throughout the United States to complete. As in the previous set of surveys, the
responses were prepared either by file review or by the general estimates of their experience over
the years.

[ have included a compilation of the survey results as well as the actual surveys. Please note that
for many questions the percentage column does not total 100 %. This reflects the fact that for
some questions multiple answers were provided. Also, in question 12, most SLPs responded by
referencing the number of patients for whom they recommended AAC devices and not the
number that actually acquired them.



After reviewing these 46 surveys, the following observations can be made from the results:

A significantly larger number of individuals were given speech-language pathology
evaluations than were recommended for “high tech” (i.e., voice-output AAC devices), In
total, the reporting SLPs (Question 1a) evaluated 8,646 adults. of whom 3,900 were
recommended for “high tech” AAC devices (Question 2). That total represents 45 % of all
adults who were evaluated. This percentage provides statistical confirmation of the sequential
SLP evaluation process that is explained in Section IT1, Part A of the Formal Request as well
as in the flow chart that is in pages 45-46 of the Formal Request. As we stated in that
document and in the in-person presentations that we have made to HCFA staff. the SLP
evaluation process is intended to identify the individual’s communication impairment, its
severity, and then, to consider the treatment strategies that will allow the individual to meet
his or her individual’s daily communication needs. As these figures show, many individuals
who are given comprehensive SLP evaluations are not recommended for “hj gh tech” AAC
devices, i.e., their daily communication needs can be met by treatment focused on natural
communication methods, or through AAC techniques that do not require a voice output
communication device.

The data reported in response to Questions 2 and 4 confirm that there continue to be
significant barriers to AAC device access for adults, The data show that of 3,900 individuals
recommended for AAC devices (Question 2), only 2,310 were reported to have acquired
them. (Question 4). This total represents only 59 % of all individuals for whom voice-
output AAC devices were determined to be necessary. The data reported in response to
Question 5 identifies funding barriers as the overwhelming reason why the recommended
devices were not acquired.

The data reported in response to Questions 6 and 7 identify the communication Impairments
that were presented by the individuals who were evaluated, and who were recommended for
a voice-output communication device. As we reported in the Formal Request, as amended in
the Response to the HCFA Web-Site Comments submitted to you on June 29, 2000, the
individuals for whom voice-output communication devices will be necessary are individuals
with dysarthria, apraxia, aphasia and aphonia. These responses support the inclusion of these
communication impairments in proposed Coverage Criterion number 3 and 4, attached to the
June 29 Web-Site Comments Response.

The data reported in response to Questions 8 and 9 identify the range of neurological
conditions that were presented by the individuals who were evaluated, and who were
recommended for a voice-output communication device. That these responses generated a
long list of conditions is consistent with the suggestion made by Dr. Michael Weinrich, that a
nan-exclusive list of neurological conditions be incorporated into the AAC device coverage
criterta. That suggestion was incorporated as Coverage Criterion # 1, which was submitted
to you on June 29.

The data reported in response to Question 9 show that 16 % of individuals who acquired
voice output communication devices stopped using them. These data should allay concerns
that there is a high percentage of abandonment of AAC devices.

The data reported in response to Question 11 show the types and frequency of changes that
were made to AAC devices and accessories. These data show that few voice output
communication device users change their devices; by contrast, it is far more common for




individuals to require a change of device accessories. These data are consistent with the
information we have been reporting to you in the Formal Request as well as in all the
subsequent communications with HCFA staff about AAC devices.

* The data reported in response to Question 12 describe the purposes for which voice output
communication devices are used. These data show that these AAC devices are used to
accomplish a wide range of daily communication needs, which as expected, mirror the
purposes for which Medicare provides speech-language pathology treatment.

Thank you for the opportunity to allow us to provide you with this information, If you have any

questions, please da not hesitate to call on me.

Sincerely,

Marcia Nusgart R Ph.




SURVEY DATA COMPILATION -

Number of years providing AAC evaluations ___ Number of Respondents | B =
__|Lessthan 3 years; e i R = o S R

3-6 years: — s

7-10 years: ) - 1 )

11-15 years: = 4 - o

(More than 15 years: 8

Total Respondents: 17

GQuestion : GHE L Total Number - Percentages
1. |Estimate of cumulalive number of individuals (across the age span} you have evalualed for ACC 11155

Estimate the cumulative number of adulls that are Medicare eligible (developmentally disabled,
1a. |physically disabled, or over 65 years of age) you have evaluated for AAG intervenlions 6414|57% of total

L] B L] - B r L]t ¥ P H e asE n-. ) L] d i L] L 2 gl Z L

BV 2180 105N AAL fE B
2. |Estimate of cumulative number of patients recommended for high tech AAC device. TG __2,408{38% of adulls
E Of the patients that were NOT recornmended for high En:.ﬂmﬂnmm._:mn were the top lhree | - .

reasons? Please give estimated percentages in each category. (Note: Not all responses totaled
3. |100%) o = — | 4761 —
__|Reason 1: Low tech system me! needs/preferred low tech system- - — — 3,549 | ks
. |Reason 2 Level of intellectual disabilily = - 210 4%

__|Reason 3: Reluctance to use technology FENED 191 4%

___ |Reasan 4: Decreased cognitive ability b - 183 4%

Reason 5: Exdremely limited repetoire (borderling ilocobonary) . 2 112 Nm__“._

Reason 8. Funding source i o s’ o 105 2%

Reason 6: Poor support systems at home W= i . e — = <1%
—[Reason 7: Device characlerislics available al fime (1991-95) 56 _ s
__|Reason 8; Used AAC lo support marginlly intelligible speech 28 i ik

Of the patients that were recommended for high tech AAC devices, how many actually acquired
4. |them? {Note: Not all respondents answered this question.) _ 1122
5. _|Of those recommended, but that did nol acquire ther, please give reasons why and %. _ I 1028
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