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DIRECT SERVICE STAFF'S PERCEPTIONS OF PSYCHOTROPIC
MEDICATION IN NONINSTITUTIONAL SETTINGS FOR
INDIVIDUALS WITH DEVELOPMENTAL
DISABILITIES
LeeAnn Christian, Ph.D.

Western Michigan University, 1998

Approximately 35-55% of individuals with mental retardation who
live in the community are prescribed psychotropic and/or antiepileptic
medication (Aman, Saphare, & Burrows, 1995; Singh, Guernsey, & Ellis,
1992). As more individuals with severe behavior challenges are
transitioned from institutions into the community, these rates are likely
to increase. Given these prevalence rates, it is important to determine
whether staff who serve people with mental retardation are adequately
educated about psychotropic medications. Previous studies (Aman, Singh,
& White, 1987; Gadow, 1983; Singh, Epstein, Stout, Luebke, & Ellis, 1994;
Singh et al., 1996) surveyed a variety of service providers in school and
institutional settings and reported a pervasive lack of education and
training regarding the use of psychotropic medication. Direct service staff
may contribute substantially to the appropriate use and assessment of

psychotropic medications for individuals with developmental disabilities,
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particularly for those living and/or working in the community. Given
direct service staff's unique role, it appears particularly important to
determine their perceptions of psychotropic medication.

The purpose of the present study was to extend the work of Singh et
al. (1996) by surveying direct service staff to determine their perceptions,
knowledge, and opinions regarding the use of psychotropic medication in
noninstitutional settings for individuals with developmental disabilities.
Participants were 334 direct service staff employed by 15 noninstitutional
residential and vocational agencies in California and Michigan.

Findings of the present study were similar to those of Singh et al.
(1996). The knowledge and skills deficits of direct service staff represent a
barrier to the appropriate monitoring and management of
pharmacotherapy for individuals with developmental disabilities.
Therefore, a systematic training program to educate direct service staff
about psychotropic medications needs to be designed, implemented, and

disseminated on a broad scale.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



INFORMATION TO USERS

This manuscript has been reproduced from the microfilm master. UMI
films the text directly from the original or copy submitted. Thus, some
thesis and dissertation copies are in typewriter face, while others may
be from any type of computer printer.

The quality of this reproduction is dependent upon the quality of the
copy submitted. Broken or indistinct print, colored or poor quality
illustrations and photographs, print bleedthrough, substandard margins,
and improper alignment can adversely affect reproduction.

In the unlikely event that the author did not send UMI a compiete
manuscript and there are missing pages, these will be noted. Also, if
unauthorized copyright material had to be removed, a note will indicate
the deletion.

Oversize materials (e.g., maps, drawings, charts) are reproduced by
sectioning the original, beginning at the upper left-hand corner and
continuing from left to right in equal sections with small overlaps. Each
original is also photographed in one exposure and is included in
reduced form at the back of the book.

Photographs included in the original mamuscript have been reproduced
xerographically in this copy. Higher quality 6" x 9" black and white
photographic prints are available for any photographs or illustrations
appearing in this copy for an additional charge. Contact UMI directly
to order.

UMI

A Bell & Howell Information Company
300 North Zeeb Road. Ann Arbor. Mi 48106-1346 USA
313:761-4700  800.521-0600

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



UMI Number: 9824836

UMI Microform 9824836
Copyright 1998, by UMI Company. All rights reserved.

This microform edition is protected against unauthorized
copying under Title 17, United States Code.

UMI

300 North Zeeb Road
Ann Arbor, MI 48103

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Copyright by
LeeAnn Christian
1998

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



TABLE OF CONTENTS

LIST OF TABLES ...ttt e iv

CHAPTER
. INTRODUCTION .....ciioieetenceeeetete e cneeceesseeneeeeeseene s 1
Purpose of the Present Study.........ccccemmeeiiiiiiiiiiie. 13
II. METHOD ...ttt se e e et 15
PartiCIPADLS. ....cccecueevreenerenniesictreneeeee et ee e e e s e e s ses e ae e e 15
Procedures.......c.cooovimieeninieceeeee et 17
HSIRB Approval..........cocoooemmmeeeeeeeeeeeeeeeeeeeeeeeeeeeen 17
Recruitment. .. ...t 18
Distribution and Collection of Surveys .........ccccoee...e.... 18
Materials/Instrumentation .........c.ccccocceeiiiineceinniccinnnnn. 19
Coding/Reliability..........ccccoovmmmmeiiiieeieeeeeeeeeeeeeee 20
ITI. RESULTS......ceeee e ettt e nesemee e s ae e e see s e e e s 22
Acceptability of Drug Therapy.......ccccceevveeeeeeieeecieeeeenne. 23
Disorders Leading to Drug Therapy.........cccccevvevveeieenenen. 24
Treatment Alternatives..........ccccceeeeviiieiiioniereeererceeeeeeeeen. 25
Choice of Assessment Methods .........ccoceeeeiieneiecciieninniene. 27
Roles in Current and Ideal Assessment Practices ............... 28

u

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Table of Contents — continued

CHAPTER
Influence of Professionals Regarding
Medication Decisions.............cocceeeeeeeormeerceecneciecaneeereceneeeee 29
Knowledge of Side-Effects .............oovmveieieimrieriieeiceciieeeeeeeeeenen. 30
Interagency Communication...........ccccceeeeeeeerieereeereeeeeeeneeeenens 32
Assessment of Drug Effects...........ccooommmemiiiiiiiiiiicceeeees 33
Training ISSUeS ......cccooieeriiiieeeeeeeeeeeee e e eees 33
Professional Consultation .............cocoeimeecerniinniinncceneeennce 35
Administration of Medication ..........ccccooeeeeeeieiieerirceenccccecens 36
IV. DISCUSSION .......oieeeeeeeeeeeceeeeeeee st e sane e e e s e nne e eeesesmeanes 37
APPENDICES
A. Protocol Clearances From the Human Subjects
Institutional Review Board............ccooooiiiiiiiiieiiiiceecneene 47
B. Recruitment Packet.........ccocoooimeoiiioiiiieeiieeeeeeeeeeereee e 56
C. Thank You Letter and Instructions for the Survey
Distribution and Collection Process.........ccccceeeeeeeeecereccceereeneneenne 74
D. Survey Concerning Drug Therapy for Persons
With Developmental Disabilities ..............ccccoeeeiemeireccieeeenneen. 79
E. Sample Data Sheet and Coding Instructions..............ccc............ 92
F. Mean Ratings and Standard Deviations ...........ccccccceenrmennnnnn..... 98
G. Write-ins ANSWers 0N SUIVEYS........ccocceieeeieeeieeeieeeieeeeeeeenereeneeenns 102
BIBLIOGRAPHY ...t eeteeeeseee e e reseaesese s s e nanens 123

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



LIST OF TABLES

1. Participant CharacteriStiCs ..........ccoocoeeeeeeeeeerereeieeeeeeeeeeereeeeeeeneenens

2. Acceptability of Drug Therapy to Treat the Behavior
Problems of Individuals With Developmental
Disabilities ... ee e e e e e e enan e

3. Likelihood of a Specific Behavior Problem or a Psychiatric
Disorder Leading to Drug Therapy..........ccoooeeeeieeeeiiiiiiieeeeeeeeene.

4. Utility of Behavior Management Techniques and Drug
Therapy in the Treatment of Specific Behavior
Problems and Psychiatric Disorders...........ccccccoomeieiiennveereenenenn.

5. Perceived Influence of Assessment Methods on Medication
Decisions Under Current and Ideal Conditions...........................

6. Perceived Influence of Professionals in Selection of Drug
Assessment Methods ..o

7. Perceived Influence of Professionals in Decisions to
Initiate or Discontinue Drug Therapy .......ooovvvvmvmiviviicmieieeeeens

8. Extent to Which Side Effects of Prescribed Medications
Occur so Commonly That They Detract From the
Beneficial Effects of the Drugs...........coooovemiiiiiieiieeeieeeeene.

9. Frequency of Interagency Communication Regarding
Medication ISSUES ............oeeiiiiiiiiiceeeeee e e

10. Amount of Instruction/Training about Drug Therapy
and Behavior Management Techniques
Provided by Agencies..........cc..eomieomiieeeeieeeeeeeeeeeeeeee e

iv

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



CHAPTER 1

INTRODUCTION

The use of neuroleptics to treat people with mental retardation
began soon after Delay and Deniker (1952) discovered that
chlorpromazine was an effective treatment for adults with psychiatric
disorders (Gadow & Poling, 1988). Chlorpromazine, and other
neuroleptics, were initially used to treat people with mental retardation
because their problem behaviors resemble those of people with psychiatric
disorders (Gadow, 1986). Most often, however, psychotropic medications
are prescribed to individuals with mental retardation to control severe
behavior disorders, such as physical and verbal aggression, self-injurious
behavior, and stereotypy (Aman & Singh, 1988; Gadow, 1986; Gadow &
Poling, 1988; Singh, Guernsey, & Ellis, 1992).

Surveys indicate that roughly 30 to 50% of adults with mental
retardation residing in institutions receive psychotropic medications, most
often neuroleptics (e.g., chlorpromazine, thioridazine, haloperidol),
whereas 25 to 35% of those living in community settings do so (e.g., Aman,

Sarphare, & Burrow, 1995; Aman & Singh, 1988; Gadow & Poling, 1988).
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If antiepileptic drugs (which are psychoactive) also are included,
these percentages increase by approximately 20% (Gadow & Poling, 1988).
These data indicate clearly that people with developmental disabilities are
one of the most heavily medicated populations in our society (Gadow &
Poling, 1988; Singh et al., 1992).

When appropriately used, neuroleptics have proven therapeutically
beneficial for a variety of disorders among individuals with mental
retardation (Gadow & Poling, 1988). The most frequently prescribed
neuroleptics for the treatment of behavioral and psychiatric disorders in
people with mental retardation are chlorpromazine (Thorazine),
thioridazine (Mellaril), and haloperidol (Haldol) (Gadow, 1986; Gadow &
Poling, 1988; McGowan, 1995). The general behavioral effects of
neuroleptics include the “suppression of spontaneous movements and
complex behavior...[and the reduction of] initiative and interest in the
environment, [and] displays of emotion or affect” (Baldessarini, 1985, p.
393).

In addition to their ability to alter mood, thought processes, and
behavior, these medications also carrs; a significant profile of untoward
effects that cannot be ignored. People with mental retardation have an
increased likelihood of experiencing the adverse effects of psychotropic

medications, especially if they have secondary health care problems
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(McGowan, 1995). Some frequent adverse effects of neuroleptics are dry
mouth, sedation, weight gain, allergic skin reactions, tardive dyskinesia,
akathisia, and dystonia (McGowan, 1995). They also impair performance
on tasks that require sustained attention, and there is a general decrease
in cognitive performance and learning at higher doses (Hartlage, 1965).

Understandably, incidents in which individuals have received
medication when the adverse effects clearly outweighed the beneficial
effects have sparked attention from advocates of people with mental
retardation (Gadow, 1986; Singh et al., 1992). A plenitude of lawsuits
concerning the misuse and overuse of psychotropic medication within this
population has caused drug treatment practices to be scrutinized closely
(e.g., Washington v. Harper, 1990; Wyatt v. Stickney, 1971a, 1971b, 1972;
Youngberg v. Romeo, 1982). Court cases have focused on a variety of
issues, including: (a) the lack of methodologically sound research; (b) the
way in which medication is prescribed and administered; (c) the
incompetence of service providers; (d) the lack of involvement of direct
service staff in treatment decisions; and (e) the lack of risk-benefit
analyses (Lewis, Aman, Gadow, Schroeder, & Thompson, 1996; Singh et
al., 1992).

Years of litigation summon us to remember that persons with

mental retardation have the right to be free from “unusual or hazardous
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treatment procedures,” including chemical restraint (Wyatt v. Stickney,
1972, p. 380). Moreover, “institutions, physicians, and drug companies
can be held legally and financially liable for injuries resulting from the
use or misuse of psychotropic medication” (Singh et al., 1992, p. 668).
Kalachnik (1988) states:

...as a result of litigation, legislation, and regulations, a set of basic

clinical standards has developed governing the use of psychotropic

medication...(a) delineation of specific target behaviors; (b) written
informed consent; (c) use of minimal effective dose; (d) periodic
attempts at dosage reduction; (e) integration of behavioral,
educational, and medical intervents; (f) monitoring for side effects;

(g) interdisciplinary assessment of the need for medication; and (h)

periodic, data-based evaluations of drug efficacy. (p. 231)

At present, pharmacotherapy continues to be a controversial topic
in the treatment of people with mental retardation and complaints of
overuse, misuse, and polypharmacy persist (Lewis et al., 1996). Concerns
about inadequate assessment, diagnosis, and treatment also continue,
particularly for individuals with severe and profound mental retardation,
who often present difficult-to-diagnose behavioral disorders (Mikkelsen,
1997). The likelihood of an over-reliance on drug treatment and
polypharmacy appears to be especially high in such individuals
(Mikkelsen, 1997). These patterns of drug use appear to reflect the fact
that traditionally-trained psychiatrists and physicians have little

exposure to the special needs of this population (Hauser, 1997).
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Despite the lack of experience and training, psychiatrists and/or
treating physicians are frequently called on to evaluate, diagnose, and
treat people with mental retardation who exhibit severe behavior
problems or people dually diagnosed with mental retardation and mental
illness (Hauser, 1997; Silka & Hauser, 1997). Unfortunately, individuals
with mental retardation often present significant language or cognitive
impairments, which hinder the utility of traditional methods of
psychiatric assessment (e.g., interviews, self-report) (Hauser, 1997).
When these methods prove ineffectual, psychiatrists and physicians rely
on interviews with those who have a long-term relationship with the
individual, such as direct service staff. Responses obtained by these
informants, however, may be blurred by variables unrelated to the
individual’s mental health status, including their own distrust of
psychiatrists and prescribing physicians, their lack of training, their
expectations regarding treatment, their anxieties, and their most recent
positive or negative experiences with the individual.

Unsurprisingly, the controversy surrounding drug treatment for
individuals with mental retardation has reportedly affected a widespread
mistrust and suspicion of pharmacological interventions among parents,
teachers, service providers, and advocates (Lewis et al., 1996).

Consequently, knowledge of how the use of psychotropic medication is
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perceived by individuals who are affected by pharmacological
interventions is important (Poling & LeSage, 1995). In the case of drug
treatment for individuals with developmental disabilities, those affected
by the intervention might include the person with a developmental
disability, parents and guardians, advocates, and direct service staff. If
any of these individuals are dissatisfied with the goals, procedures, or
outcomes of an intervention, it can have a significant impact on the
success and future use of the intervention (Poling & LeSage, 1995).

Although it is important to determine the perceptions of all
individuals affected by an intervention involving drug treatment, it
appears especially important to determine the perceptions of direct service
staff. These individuals typically spend more time interacting with their
consumers than others do. Furthermore, direct service staff may have the
greatest impact on treatment outcomes because they are responsible for
implementing and monitoring treatment, often with minimal supervision.
Moreover, as noted previously, psychiatrists and prescribing physicians
frequently rely on the information provided by these staff when making
treatment decisions.

Given the unique role of direct service staff, it is important to
determine whether they are adequately educated about the beneficial and

adverse effects of psychotropic medications. At minimum, a cursory
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knowledge of the effects of psychotropic drugs is desirable, given the
prevalence with which they are prescribed and the pervasive effects they
may have on behavioral adjustment, learning, performance, and physical
health (Aman & Singh, 1983). Determining the perceptions, knowledge,
and opinions of direct service staff regarding the use of drug treatments
may contribute substantially to the appropriate use and assessment of
psychotropic medications for individuals with developmental disabilities
(Singh et al., 1992).

Only four studies have examined the perceptions, knowledge, and
opinions of those individuals working most closely with persons with
developmental disabilities (Aman, Singh, & White, 1987; Gadow, 1983;
Singh, Epstein, Stout, Luebke, & Ellis, 1994; Singh et al., 1996). In the
first survey, Gadow (1983) surveyed 536 special education teachers in
Illinois regarding their training in pharmacotherapy and their personal
encounters with students receiving medication for behavior or seizure
disorders. Although most teachers reported contact with students who
were receiving drug treatment, few had received formal training in the
area of pharmacotherapy. The most frequently reported method for
acquiring knowledge about drug therapy was the teacher’s personal

experience with students receiving medication. Overall, special education
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teachers reported an inadequate knowledge of pharmacotherapy and
desired further training in the area.

After the Gadow (1983) study, Singh and his colleagues conducted
three related surveys. In the first, Aman et al. (1987) surveyed the
caregivers of individuals with developmental disabilities to determine
their perceptions, knowledge, and opinions about the use of psychotropic
medication. Respondents were 227 nurses in two institutional settings in
New Zealand where approximately 1075 individuals with developmental
disabilities resided. Using a modified version of the Aman et al. (1987)
survey, Singh and his colleagues (1994) subsequently surveyed 100
teachers of students with serious emotional disturbances and 100 teachers
of students with learning disabilities to determine their perceptions,
knowledge, and views regarding the use of psychotropic medication.
Finally, Singh et al. (1996) further modified the Aman et al. (1987) survey
and used it to determine the perceptions, opinions, and knowledge of
professional staff (e.g., physicians, nurses, social workers, psychologists,
and Qualified Mental Retardation Professionals). The staff were
employed by four residential facilities in Texas, where more than 2000
individuals with mental retardation resided. With 377 respondents, this
study represents the first large-scale effort to report data on the

perceptions, knowledge, and opinions of professionals’ regarding the use of
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psychotropic medication for individuals with mental retardation in the
United States.

In those studies using comparable surveys (Aman et al., 1987;
Singh et al., 1994; Singh et al., 1996), noteworthy similarities existed
among respondents regarding their perceptions, opinions, and knowledge
of the use of psychotropic medication to treat individuals with disabilities.
Perhaps most striking was the reported lack of training in the area of
pharmacotherapy by respondents. Across all studies, 80-85% of
respondents indicated receiving inadequate pre-service and inservice
training in this area. Furthermore, when asked to choose important
topics for additional training, side effects of medication, major clinical
indications of drugs, and alternatives to drug therapy were among the top
three or four chosen by all respondents.

When asked which behavioral or psychiatric disorders were likely
to result in drug therapy, 87% of nurses (Aman et al., 1987) and 62% of
professionals (Singh et al., 1996) rated aggression as most likely to lead to
drug treatment. In contrast, Singh et al. (1994) reported that
approximately 79% of teachers rated hyperactivity as the disorder most
likely to result in drug treatment, with only about 33% rating aggression
as likely to be treated with medication. This difference may be a function

of the teachers’ probable increased exposure to students with
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10
hyperactivity disorders compared to that of nurses and other professionals

working in institutional settings for individuals with mental retardation.
Social withdrawal was uniformly rated as unlikely to result in drug
therapy; across the three surveys 87-92% of respondents so rated it.

Physicians were perceived as highly influential in making
medication decisions by 75-86% of respondents in all surveys (Aman et al.,
1987; Singh et al., 1994; Singh et al., 1996). Nurses’ responses differed,
however, from those of other respondents in that 95% of the nurses rated
charge nurses as more influential than physicians in the decision-making
process. All other respondents rated physicians as more influential. Itis
noteworthy that the nurses were from New Zealand, which has a unique
medical service delivery system (Aman et al., 1987).

All respondents were asked to rate the influence of various
assessment methods on medication decisions under current and ideal
conditions. Global impression (i.e., an overall subjective estimate about
behavior by parents, doctors, or others) was perceived as the most
influential assessment method in current practice by 82% of nurses
(Aman et al., 1987) and by approximately 76% of teachers (Singh et al.,
1994). Another subjective method, informal diary (e.g., case
notes/narratives describing behavior), was perceived as influential by 80%

of nurses and approximately 43% of teachers. Although behavioral
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observation was rated as influential under current conditions by 83% of
professionals, one-third (67%) also rated global impressions as an
influential assessment method (Singh et al., 1996). Under ideal
conditions, however, all respondents indicated that objective assessment
methods (i.e., rating scales, behavioral observations) should be more
influential when making medication decisions.

Respondents’ knowledge regarding the side effects of psychotropic
medication also was assessed in all three studies (Aman et al., 1987;
Singh et al., 1994; Singh et al., 1996). More specifically, respondents were
asked the extent to which side effects were thought to detract from the
beneficial effects of psychotropic medication. Respondents in all studies
perceived sedation as the side effect that most detracted from the
therapeutic effects of drug therapy (48% in Aman et al., 1987; 45% in
Singh et al., 1994; and 30% in Singh et al., 1996). Changes in attention
span and interference with learning also were consistently rated as side
effects that reduced the benefits of drug treatment among respondents.

In summary, these studies, which span more than a decade,
indicate: (a) a pervasive lack of education and knowledge regarding the
use of psychotropic medication among all respondents; (b) a prevailing
reliance on subjective, unreliable assessment methods for making

treatment decisions; and (c) a general lack of involvement of direct service
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12
staff in treatment decisions (Aman et al., 1987; Gadow, 1983; Singh, et al.,

1994; Singh, et al., 1996). Encouragingly, they do indicate a predominant
interest among respondents in increasing their knowledge of
pharmacotherapy and in increasing their participation in making
treatment decisions. In addition, respondents appeared to understand the
importance of using objective assessment methods when determining the
effectiveness of drug treatment and advocated for their use under ideal
conditions. A dichotomy, however, clearly continues to exist between what
is and what ought to be in the management of pharmacotherapy for
individuals with disabilities.

All of these studies contribute to our knowledge about the
perceptions, opinions, and knowledge of individuals who are affected by
pharmacological interventions (e.g., teachers, caregivers, professionals).
They also provide information regarding the processes by which
psychotropic medications have been managed in the treatment of behavior
problems for individuals with disabilities in school and institutional
settings. Singh and his colleagues (1996) have made perhaps the most
significant contribution in this area by presenting the first large-scale
study about professionals’ views and the medication practices in
institutional settings within the United States. Additional research,

however, is required if we are to learn about the perceptions and
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knowledge of the direct service staff who routinely work with individuals

with developmental disabilities in noninstitutional settings.

Purpose of the Present Study

The purpose of the present study was to extend the seminal
research of Singh et al. (1996) in two substantial ways. First, it surveyed

direct service staff to determine their perceptions, knowledge, and

opinions regarding the use of psychotropic medication to treat the
behavior problems of individuals with developmental disabilities. Second,
it targeted direct service staff employed by noninstitutional residential
and vocational agencies.

As of June 30, 1995, approximately 50% of all persons with
developmental disabilities lived in noninstitutional settings with 6 or
fewer residents (Prouty, Lakin, & Smith, 1996). As increasing numbers of
individuals with developmental disabilities are going to school, living,
working, and socializing in their local communities, it is important to
determine the ways in which decisions concerning psychotropic
medication are made and the methods used to assess the effect of these
medications in noninstitutional settings.

Although many standards have been put forth by federal legislation

to protect the rights of institutionalized individuals receiving psychotropic
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medication, it is not forgone that these requirements also safeguard the
rights of individuals residing in the community (Rinck, Guidry, & Calkins,
1989). Therefore, how psychotropic drugs are used outside institutions
merits especially careful attention.

The staff surveyed were full-time employees of 15 noninstitutional
residential and vocational agencies throughout California and Michigan.
Residential settings included group homes, semi-independent residential
programs, and supported-living arrangements. Vocational settings
included sheltered workshops, day treatment and activity centers,
supported employment arrangements, and vocational rehabilitation
services. To our knowledge, this study represents the first survey of direct
service staff working with individuals with developmental disabilities who

live and/or work as integrated members of their community.
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CHAPTER I

METHOD

Participants

Participants were 334 full-time direct service staff whose primary
job duty was working with individuals with developmental disabilities in
residential and/or vocational/day settings (e.g., job coaches, residential
aides, community support staff). Full-time employment was defined as
working 30 or more hours per week. The participants were employed by
15 service providers in Michigan and California. Service providers, and
therefore participants, represent a convenient, not random, sample.
Specifically, agencies were selected by contacting directors with whom the
author had a professional relationship, by asking those directors for the
names of other directors, and by reviewing a resource directory book
describing community-based agencies in Southern California. Participant

characteristics are presented in Table 1.

15
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Table 1

Participant Characteristics

16

Characteristic Summary
Number of Agencies 15
Vocational/Day Only 8
Residential Only 3
Both 4
Number of Surveys
Returned 363
Used in Analysis 334
Role of Staff
Residential Staff 126
Vocational/Day Staff 187
Both 21
Gender of Staff
Male 93
Female 180
Unreported 61
Age of Staff
20-25 yrs 98
26-30 yrs 77
31-35 yrs 41
36-40 yrs 38
41-45 yrs 22
46-50 yrs 21
51-55 yrs 18
56+ yrs 5
Unreported 14
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Table 1—Continued

Characteristic Summary
Ethnicity
White 199
Black 44
Hispanic 21
Asian/Pacific Islander 21
American Indian 4
Other 17
Multiethnic 16
Unreported 12
Education
Some High School 9
H.S. Diploma/GED 71
Some Undergraduate Classes 104
Undergraduate Degree 76
Some Grad Classes 36
Graduate Degree 30
Unreported 8
Mean Years of Experience 5.4 yrs.
Range 1 mo. to 31.5 yrs.
Procedures

HSIRB Approval

Copies of Human Subject Institutional Review Board approval

letters are in Appendix A.
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18
Recruitment

Recruitment of participants was done by mailing or hand-delivering
a packet of information to 22 directors of residential and vocational/day
agencies serving individuals with developmental disabilities in California
and Michigan. The recruitment packet included: (a) a cover letter
introducing the investigators; (b) a brief proposal describing the rationale
for the research, the methodology, and the benefits of participating in the
project; (c) a copy of the survey; (d) a sample endorsement letter; (e) a self-
addressed, stamped envelope to return an endorsement letter. A copy of

the recruitment packet is in Appendix B.

Distribution and Collection of Surveys

Upon receiving an agency’s letter of endorsement and after
obtaining HSIRB approval, the agency’s director was asked to identify the
number of direct service staff who met the following inclusion criteria:

(a) worked full-time (30 or more hours per week); and (b) worked directly
with individuals with developmental disabilities as their primary job
responsibility.

The investigator then mailed or hand-delivered the appropriate
number of surveys to the director of each participating agency. Included

with the surveys was a letter thanking the agency for endorsing the
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research project and a set of instructions detailing the survey distribution

and collection process. The instructions included: (a) a description of the
two options by which the agency was asked to distribute, collect, and
return surveys; and (b) a script, describing the purpose and procedures of
the study that was to be read to the direct service staff immediately prior
to distributing the surveys. A copy of the thank you letter and
instructions is in Appendix C.

A large envelope or box also was provided to each agency for the
collection of completed surveys. The collection envelope or box was pre-
stamped and pre-addressed with the investigator's name and address as
both sender and receiver to insure anonymity to the participating agency
and its staff. The agency was instructed to seal the envelope or box and
place it in the mail after completing the distribution and collection

process.
Materials/Instrumentation

Data were collected using a 39-item survey which direct service
staff completed independently. The survey was modeled after the
instrument used by Singh et al. (1996). Items in the first part of the
survey were related to the demographic characteristics of the participants.

The second part of the survey included items related to the following
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general areas: (a) the likelihood of various behavior problems leading to

drug therapy; (b) the endorsement of behavior management techniques as
an alternative to drug treatment; (c) the most frequently used or preferred
assessment_methods for evaluating drug effects; (d) the perceptions of the
various_side-effects associated with the use of psychotropic medications;
and (e) the adequacy of training on drug-related issues. Additional areas
included (a) the acceptability of using psychotropic medications to treat
various behavior problems, (b) the endorsement of implementing behavior
management techniques prior to or in combination with drug treatment,
(c) the adequacy of training in behavior management, (d) the frequency of
interagency communication regarding medication issues. A copy of the

survey is in Appendix D.

Coding/Reliability

To ensure anonymity to participating agencies and their staff,
completed surveys were assigned a random number upon receipt and were
identified and identifiable only by this number. The investigator and
three other graduate students hand-coded the surveys. See Appendix E
for a sample data sheet and a copy of the coding instructions.
Interobserver reliability was conducted on 20% (n=72) of the surveys.

Reliability checkers independently coded every fifth survey returned and
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then compared their data with those of the primary coder. Interobserver

agreement was calculated by dividing the number of agreements by the
total number of agreements and disagreements and multiplying by 100.
Interobserver agreement ranged from 92% to 100% across samples with a
mean of 99% for the 363 surveys. The primary coder and the reliability
checker evaluated all disagreements and a joint decision was made as to
the proper code for the item in question. Procedural reliability was not
conducted, therefore, it is not known whether the 15 participating
agencies distributed and collected surveys in accordance with the provided
instructions.

After the surveys were hand-coded and interobserver agreement
was conducted, the data were entered into a Microsoft Excel 7.0
spreadsheet. The computer spreadsheet was compared to the hand-coded
sheets to check the accuracy of the data input. Any errors in data input

were corrected.
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CHAPTER III

RESULTS

Of the 1130 surveys distributed, 363 surveys were received; of
these, 334 (30%) were included in the analysis. Surveys were not included
in the analysis if respondents failed to report their current role or if they
reported that they were not direct service staff. The sample consisted of
126 residential staff, 187 vocational staff, and 21 staff who identified
themselves as both residential and vocational staff. They had worked
with individuals with developmental disabilities for an average of 5.4
years. Of the 334 direct service staff, 93 were males, 180 were females,
and 61 did not identify their gender.

A total of 167 items could be scored on each survey, however, not
every item was scored on each survey. Calculations for each item were
based on the number of respondents who scored it. The number of
responses for each item varied, with a mean of 276 and a range of 53-334.
Questions 38 and 39 were open-ended and had the lowest number of
responses (n=119, n=53, respectively). The mean ratings and standard
deviations for each survey item are presented in Appendix F. For some

survey items, respondents had the opportunity to expand their answer by
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writing in the additional space provided. These write-ins were

incorporated into the data analysis and are presented in Appendix G.
Respondents were asked to rate numerous survey items using a
five-point Likert scale (1=never; 5=always). To facilitate comparisons
with the findings of Singh et al. (1996), ratings were categorized as they
were in that study. Scores of 4 (usually) and 5 (always) were combined for
presentation into one category and were considered to indicate
“acceptable” or “likely.” Scores of 1(never), 2 (seldom), and 3 (occasionally)
were combined into a second category and were considered to indicate

“anacceptable” or “unlikely.”

Acceptability of Drug Therapy

Respondents were asked to rate the acceptability of drug therapy to
treat behavior problems under various conditions. As shown in Table 2,
most respondents deemed drug therapy acceptable for individuals in life-
threatening situations (83.5%) and for individuals with whom all other
treatment options had been exhausted (79.9%). In contrast, 24.6% of

respondents ranked drug therapy as acceptable for children.
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Table 2

Acceptability of Drug Therapy to Treat the Behavior Problems
of Individuals With Developmental Disabilities*

Circumstance Percentage
Reporting Drug
Therapy as
Acceptable

For individuals in life-threatening situations 83.5

For individuals for whom all other treatment 79.9

options have been exhausted

For individuals who cannot choose treatment for 44.1

themselves

For adults 42.1

For children 24.6

*Percentages calculated by adding ratings of “usually”’(4) or “always”(5).
Disorders Leading to Drug Therapy

Table 3 shows the perceived likelihood of specific behavior problems
or psychiatric disorders leading to the use of psychotropic medication.
More than two-thirds of direct service staff perceived self-injurious
behavior, delusions/hallucinations, and aggression as likely to lead to
pharmacological interventions (72.9,72.8, and 67.0%, respectively). In
contrast, a majority of respondents rated withdrawal, acting out, and

hyperactivity as unlikely to lead to drug treatment (79.3, 61.6, 59.2%,
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respectively). Ratings were divided almost equally for anxiety with

physical agitation, other psychiatric disorders, and depression or sadness.

Table 3

Likelihood of a Specific Behavior Problem or a Psychiatric
Disorder Leading to Drug Therapy*

Behavior Likely Unlikely
Self-injurious behavior 72.9 26.2
Delusions/hallucinations 72.8 242
Aggression 67.0 30.9
Anxiety with physical agitation 54.2 43.2
Other psychiatric disorders 53.7 42.1
Depression or sadness 48.0 49.7
Hyperactivity 39.0 59.2
Acting out 36.0 61.6
Withdrawal 16.0 79.3

*Percentages for likely were calculated by adding ratings of “usually”(4) or
“always”(5). Percentages of unlikely were calculated by adding ratings of
“never’(1), “seldom”(2), and “occasionally”(3).

Treatment Alternatives

Table 4 shows respondents’ opinions about the treatment options
for various behavior problems and psychiatric disorders. For each
behavior problem or psychiatric disorder listed, respondents were asked:
(a) whether behavior management techniques should be attempted before

drug therapy; (b) whether behavior management was a suitable
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Table 4

Utility of Behavior Management Techniques and Drug Therapy
in the Treatment of Specific Behavior Problems

26

and Psychiatric Disorders*
Behavior Problem or Beh. Mgmt. Beh. Mgmt. Beh. Mgmt.
Psychiatric Disorder Before Alternative to Combined w/

Drug Therapy Drug Therapy Drug Therapy

Acting out 87.1 75.9 53.7
Aggression 83.3 63.3 619
Withdrawal 79.0 62.3 42.0
Hyperactivity 75.7 53.5 50.2
Anxiety with physical 74.3 51.3 59.5
agitation

Self-injurious behavior 68.4 45.0 70.9
Depression or sadness 63.5 44.1 52.6
Other psychiatric 60.7 344 56.7
disorders

Delusions/hallucinations 57.1 36.5 60.6

*Percentages calculated by adding ratings of “usually”(4) or “always”(5).

alternative to drug therapy; and (c) whether behavior management
techniques should be combined with drug therapy. More than 50% of the
respondents were of the opinion that behavioral interventions should be
attempted before drug therapy for each of the behavior problems and
psychiatric disorders listed, with acting out (87.1%) and aggression
(83.3%) being the highest rated. Interestingly, less than 50% of the

respondents viewed behavior management techniques as suitable
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alternatives for 5 of the 9 items, with delusions/hallucinations (36.5%) and

other psychiatric disorders (34.4%) being rated lowest. More than 50% of
respondents reported that behavior management techniques should be
combined with drug therapy for all disorders, except withdrawal (42.0%).
For 3 of the 9 items (self-injurious behavior, other psychiatric disorders,
and delusions/hallucinations), respondents indicated that behavior
management techniques combined with drug therapy were viewed as
useful, while for those same items, behavioral intervention was not

viewed as a suitable alternative to drug treatment.
Choice of Assessment Methods

As shown in Table 5, respondents rated behavioral observations
and global impressions as the most influential assessment methods when
making decisions regarding medication issues. The perceived influences
of assessment methods under current and ideal conditions were ranked in
the same order, with the exception of the rating scale for psychiatric
disorders which was perceived as more influential than the rating scale of

social behavior under ideal conditions.
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Table 5

Perceived Influence of Assessment Methods on Medication
Decisions Under Current and Ideal Conditions*

Type of Assessment Current Ideal
Behavioral observations 73.1 83.4
Global impressions 66.3 76.4
Informal diary 57.6 71.3
Rating scale of social behavior 43.8 57.6
Rating scale for psychiatric disorders 43.7 60.8
Standardized tests 27.5 38.1

*Percentages calculated by adding ratings of “usually”(4) or “always”(5).
Roles in Current and Ideal Assessment Practices

As shown in Table 6, psychiatrists and prescribing physicians were
perceived as most influential in the selection of drug assessment methods
under current and ideal conditions. Psychologists were ranked by 67.4%
of respondents as usually or always influential under current conditions
and by 72.7% under ideal conditions. Although not perceived as highly
influential under either condition, direct service staff ranked themselves
as more influential under ideal conditions (38.4%) than under current
conditions (17.8%). Noticeable differences under current and ideal

conditions also existed for parents (44.5% vs. 58.0%), directors of
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residential services (22.8% vs. 35.4%), and directors of vocational services

(18.1% vs. 30.5%).

Table 6

Perceived Influence of Professionals in Selection
of Drug Assessment Methods*

Professional Current Ideal
Physician/psychiatrist 92.0 91.0
Psychologist 67.4 72.7
Interdisciplinary team 53.1 58.8
Parents 445 58.0
QMRP 39.4 44.0
Case Manager 32.7 40.0
Social Worker 28.6 37.3
Director Residential Service 22.8 35.4
Director Vocational Service 18.1 30.5
Direct Service Staff 17.8 38.4

*Percentages calculated by adding ratings of “usually”(4) or “always”(5).

Influence of Professionals Regarding Medication Decisions

Consistent with their perceived influence in the selection of
assessment methods, psychiatrists and physicians also were perceived as
having the most influence in decisions to initiate or discontinue drug
therapy (85.4% and 84.5%, respectively). Direct service staff perceived

themselves as least influential in the decision-making process (6.5% and
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8.1%, respectively). As Table 7 shows, there were no notable differences

for those ranked as influential in decisions regarding the initiation and

the discontinuation of drug treatment.

Table 7

Perceived Influence of Professionals in Decisions to
Initiate or Discontinue Drug Therapy™®

Professional Initiate Discontinue
Treatment Treatment

Physician/psychiatrist 85.4 84.3
Psychologist 51.9 42.0
Interdisciplinary team 37.2 31.6
QMRP 27.8 246
Parents 20.9 23.7
Social Worker 15.9 15.8
Director Residential Service 12.4 14.0
Direct Service Staff 10.6 13.9
Director of Vocational Service 6.5 8.1

*Percentages calculated by adding ratings of “usually”(4) or “always”(5).

Knowledge of Side-Effects

Half the respondents (50.5%) rated tiredness/sedation as a major
side effect detracting from the beneficial effects of psychotropic medication
because of its common occurrence, with dry mouth (31.2%) and changes in

attention span (26.5%) being ranked as the next two commonly occurring
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side effects. As presented in Table 8, less than a third of respondents

perceived 10 of the 11 listed side effects as occurring so commonly that
they detract from the beneficial effects of medication. Interestingly, 19.4%
of respondents rated motor problems associated with medication onset,

and 16.5% rated tardive dyskinesia as commonly occurring side effects

Table 8

Extent to Which Side Effects of Prescribed Medications
Occur so Commonly That They Detract From
the Beneficial Effects of the Drugs*®

Side Effects Detract from
Beneficial Effects
of Drugs

Tiredness, sedation 50.5

Dry mouth 31.2

Changes in attention span 26.5

Behavioral irritation 25.3

Marked weight change 25.0

Depression or sadness 248

Interference with learning 21.2

Excitability 20.2

Motor Problems associated with the onset of 194

treatment

Tardive dyskinesia 16.5

Skin reactions 12.2

None 9.0

*Percentages calculated by adding ratings of “usually”(4) or “always”(5).
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that detract from the benefits of psychotropic medication. Also of interest
is that 9% of respondents reported that no side effects of prescribed
medication occurred so commonly that they detracted from the beneficial

effects of the drug.

Interagency Communication

Table 9 indicates the frequency of interagency communication
regarding medication issues. A majority of respondents (ranging from
50.5% to 66.2%) reported that interagency communications occurred when
medications were initiated or discontinued, when there were changes in

medications, or when problems were noticed.

Table 9

Frequency of Interagency Communication Regarding Medication Issues*®

Issues Your agency’s Other agencies’
communication communication
with other agencies  with your agency

New medication prescribed 63.2 53.7
Medication changes 60.9 50.7
Medication discontinued 60.0 50.5
Problems noticed 66.2 56.4

*Percentages calculated by adding ratings of “usually”’(4) or “always”(5).
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Assessment of Drug Effects

Most respondents (91.9%) reported that consumers’ behaviors were
assessed for drug effects. Assessments were reported as occurring
primarily on a monthly (39.5%) or weekly (22.3%) basis. Interestingly,
4.7% of respondents reported that they did not know how frequently
behaviors were assessed for drug effects. The person reported as
primarily responsible for these assessments was the physician or
psychiatrist (72.8%). Direct service staff were reported as the primary
person responsible by 32.9% of respondents and the psychologist by 28.3%.
Approximately half the respondents (51.9%) selected two or more people
as being responsible for the assessment of drug effects. This is heartening
considering recent trends toward a multidisciplinary approach in the

mental health field.
Training Issues

As shown in Table 10, approximately two-thirds of respondents
indicated that they had received “too little” training in the area of drug
therapy, whereas one-third reported inadequate training in the area of
behavior management. A significant number of direct service staff,
however, desired additional training in both drug therapy (88.4%) and in

behavior management (83.3%). Respondents did not appear to prefer a
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particular training format. Instead, respondents rated workshops
(47.8%), inservices (43.1%), and continuing education courses (42.1%) as
equally acceptable training venues. These percentages equal more than
100% because 25.6% of respondents selected two or more training formats
as desirable. Basic mechanisms of drug action, side effects of medication,
and the effects of drugs on behavior management techniques were chosen
by respondents as the three most vital topics for additional training.
These were followed by alternatives to medication, assessment of drug
effects, drug interactions, major clinical implications, drug withdrawal

effects, and legal issues.

Tabple 10

Amount of Instruction/Training About Drug Therapy and Behavior
Management Techniques Provided by Agencies

. Drug Behavior
Instruction Therapy Management
Preservice training

Too little 68.8% 33.0%

Just right 30.2% 66.0%

Too much 1% 1%
Inservice training

Too little 68.8% 30.7%

Just right 30.2% 68.7%

Too much 1% 1%
Additional training

Desired 88.4% 83.3%
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Professional Consultation

When asked whether direct service staff should be involved in
discussions about initiating, changing, or discontinuing medication, 34.0%
of respondents said they should always be involved, but only 3.9%
indicated that they always were involved. It is encouraging to note,
however, that 40.5% of respondents did report that direct service staff
occasionally or usually were involved in such discussions.

The respondents also reported that physicians and psychiatrists did
not typically consult with direct service staff regarding medication issues,
but did do so with management level staff within their agency (71.6%).
When asked whether direct service staff consulted with physicians and
psychiatrists regarding medication issues, 75.3% of respondents reported
that they did not do so, however, 61.5% did report that consultation with
management level staff did occur within their agencies. Although
respondents consistently indicated a general lack of direct contact with
prescribing physicians and psychiatrists, it appears that management
level staff within most agencies act as intermediaries between direct

service staff and physicians and psychiatrists.
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Administration of Medication

Those listed as primarily responsible for administering medications
were direct service staff (67.3%), consumers (30.3% reportedly self-
administer), nurses (14.7%), and parents/caregivers (10.1%), with 22.2% of
respondents selecting two or more choices. Many respondents indicated
that within their agency, direct service staff administered medications
and consumers self-administered their own medication. Interestingly,
nearly half the respondents indicated that they administered medication,
yet more than two-thirds report too little training (68.8%) in the area of

drug therapy.
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CHAPTER IV

DISCUSSION

Findings of the present study are comparable to those of Singh et
al. (1996). Respondents in the present study rated self-injurious behavior,
delusions/hallucinations and aggression as most likely to lead drug
therapy. These findings were akin to the ratings of professionals surveyed
by Singh et al. (1996), who rated aggression, delusions/hallucinations, and
self-injurious behavior as most likely to lead to drug treatment. Similarly,
respondents in both studies rated withdrawal and acting out as least
likely to result in drug therapy. Direct service staff rated behavioral
intervention as a suitable alternative to drug therapy for acting out and
aggression, which again is consistent with the findings of Singh et al.
(1996).

Of particular interest in the present study are respondents’ ratings
regarding the utility of behavior management techniques and drug
therapy in the treatment of various disorders. In almost all cases,
respondents reported that behavioral intervention should be attempted
before drug therapy is implemented. More than half the respondents

reported that a combined pharmacological-behavioral treatment approach
37
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was preferable for all disorders except withdrawal. Respondents also

perceived a combined treatment approach as having more utility than a
behavioral approach alone when treating self-injurious behavior,
delusions/hallucinations, depression, and other psychiatric disorders.
This finding is of particular interest because a pharmacological-behavioral
approach is representative of recent trends in treatment (Lewis et al.,
1996). An integrative treatment approach combining pharmacotherapy
and behavior therapy has been mandated by various regulatory bodies
and has evidently taken hold within the agencies surveyed in the present
study.

It is heartening that, consistent with professionals’ ratings (Singh
et al., 1996), direct service staff rated behavioral observation as the most
influential assessment method used to make medication decisions under
current and ideal conditions. Perhaps this is a reflection of the adequate
training in behavior management that respondents reportedly are
receiving. Hopefully, as more rating scales are created for specific use
with people with developmental disabilities, the use of other objective
assessment methods will be evidenced in this area (Rosenquist & Bodfish,
1997).

As was found in all previous studies (Aman et al., 1987; Gadow,

1983; Singh et al., 1994; Singh et al., 1996), psychiatrists and physicians
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were perceived as most influential in the selection of assessment methods
and in making medication decisions by respondents in the present study.
Direct service staff perceived themselves as least influential in both
situations. Itis noteworthy that respondents in this study perceived
parents as having a more influential role in making treatment decisions
than did the respondents surveyed by Singh et al. (1996). This may be
indicative of the more frequent involvement parents generally have in the
lives of their non-institutionalized children.

Direct service staff reported that tiredness/sedation, dry mouth,
and changes in attention span are the major side effects that detracted
from the beneficial effects of psychotropic medication. Again, these
results are consistent with other studies (Aman et al., 1987; Singh et al.,
1994; Singh et al., 1996). Of particular interest is that respondents’
ratings of motor problems and tardive dyskinesia were consistent with
recent estimates of the frequency of neuroleptic-induced movement
disorders (Bodfish, et al., 1997). It also is noteworthy that 9% of
respondents did not perceive any of the 11 side effects as occurring so
commonly as to detract from the beneficial effects of the prescribed
medication. Although surprising given the well-documented history of the
adverse effects of neuroleptics, about the same percentage of professionals

rated all 11 side effects as tolerable (Singh et al., 1996).
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Consistent with the findings of Singh et al. (1996), 91.9% of

respondent in the present study reported that consumers’ behaviors were
assessed for drug effects. Direct service staff indicated that assessments
were typically conducted on a monthly basis by the psychiatrist or
treating physician. Approximately half the respondents selected two or
more people as being responsible for carrying out the assessment. This
may indicate that an interdisciplinary approach is being implemented
within some agencies. Furthermore, one-third of direct service staff
indicated that they were involved in carrying out the assessment. This is
a much higher rate of involvement than reported by the professionals
surveyed by Singh et al. (1996). This finding is understandable given that
direct service staff in noninstitutional settings regularly work without
constant supervision.

Although the professionals surveyed in that study worked in
institutions, it is unsurprising that similar results were found among
direct service staff working in noninstitutional settings. Direct service
staff, regardless of the setting in which they work, are unlikely to have a
broader knowledge base than those who oversee their work and most
influence the policies and procedures within their employment setting
(e.g., directors, psychologists, Qualified Mental Retardation Professionals,

case managers). Also unsurprising is that direct service staff appear to
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perceive issues similarly and hold similar opinions to those in authority

positions.

In the present study, the acceptability of drug therapy to treat
behavior problems, an issue not addressed by Singh et al. (1996), clearly
depended on the presenting circumstances. Less than half of respondents
perceived drug therapy as an acceptable treatment strategy for
individuals with developmental disabilities unless they were in life-
threatening situations or all other treatment options had been exhausted,
at which time it was considered acceptable by almost all respondents.
This indicates sensitivity to the particular needs of those individuals with
developmental disabilities who exhibit behavior problems, rather than an
unconditional acceptance of drug treatment as a “cure-all.”

Interagency communication, another issue not addressed by Singh
et al. (1996), reportedly occurs on a consistent basis according to
respondents in the present study. This is encouraging because many
individuals with developmental disabilities who are living and/or working
in the community are likely to be receiving services from multiple
agencies (e.g., residential, vocational). Assessing and monitoring drug
effects in individuals who are served by a variety of agencies surely is a

difficult task. Nonetheless, an evaluation of drug effects on behavior
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across environments is advantageous when making medication decisions,

and requires constant interagency communication.

Although its results are suggestive, the present survey has several
limitations. First, service providers, and therefore participants,
represented a convenient, not random, sample from two states. Therefore,
the results may not generalize to other agencies or to other states. Future
research should, if possible, utilize randomly selected participants from a
greater number of states.

Second, these data are self-reported by direct service staff. It is not
possible to determine the accuracy of these data nor is it known whether
biases among staff existed. In the future, the accuracy of some data may
be determinable by obtaining more information about the participating
agencies. For example, the following questions could be asked of agency
directors: What services are provided? Are adults and children served?
Does a drug policy exist and if so, what is it? What kind of training do
staff receive? Answers to these and other questions would have been
helpful in determining whether staff were accurately reporting what
transpires within their agencies and/or would have indicated
inconsistencies.

A third limitation is that the survey may not have been as user-

friendly as intended. It was rather long (12 pages) and the language used
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may have been too technical for some respondents. Feedback was
received from a few service providers indicating that some staff did not
finish the survey because the language used was too difficult. A more
user-friendly survey should be considered in future research endeavors.

The issue of using language that was too technical for respondents
also has ramifications for the development of a training program in
pharmacotherapy. If direct service staff experienced difficulty in
completing this survey, a training program that uses similar terminology
may be ineffectual. In the present study, 23% of respondents reported
having undergraduate degrees, 31% had some undergraduate courses, and
21% had high school diplomas. The developers of training materials
certainly should consider the education level of its intended audience.

Another possible limitation of the study is that only 30% of the
surveys were returned, which was a lower return rate than anticipated. It
was not possible to follow-up with agencies during the study to ensure
that surveys were returned because it would violate the agencies’
anonymity. Therefore, it is not clear that 1130 direct service staff actually
contacted the survey. The 30% return may not accurately reflect the ratio
of surveys returned to surveys distributed.

In summary, the findings of this and previous studies (Aman et al.,

1987; Gadow, 1983; Singh et al., 1994; Singh et al., 1996) indicate a
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pervasive lack of training in the area of drug treatment throughout the
service delivery system for individuals with developmental disabilities,
including mental retardation. The knowledge and skills deficits of service
providers represent a barrier to the appropriate monitoring and
management of pharmacotherapy to treat individuals with developmental
disabilities. Therefore, attempts to better educate service providers,
particularly direct service staff, about psychotropic medications are
merited. Although some staff undoubtedly receive adequate training and
are able to participate as effective members of an interdisciplinary team,
the present study illustrates that a systematic training program needs to
be designed, implemented, and disseminated on a broad scale.

As noted earlier, approximately 35-55% of adults with mental
retardation who live in the community reportedly are treated with
psychotropic and/or antiepileptic medication (Aman et al., 1995; Singh et
al., 1992). As more individuals with severe behavior challenges are
transitioned from institutions into the community, these rates are likely
to increase. The right to be free from “unusual or hazardous treatment
procedures” (Wyatt vs. Stickney, 1972, p. 380), including inappropriate
use of psychotropic drugs, does not appear to be protected as vigilantly for
individuals with developmental disabilities who live in the community as

for those in institutions. Rinck et al. (1989) reported the following:
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When a psychotropic was ordered in an institution, most states

(90%) required that the behavior for which the medication was

being prescribed be explicitly stated. Similarly, about 96% of the

states reported that provisions for evaluating the effects of these
medications were included in the treatment or habilitation plan.

For 90% of the states, behavioral changes had to be noted in the

medical record. The percentages for persons in community facilities

were significantly lower (58, 62, and 56, respectively). (p. 660)
Additionally, in 1987, 21 states reportedly had various regulations
regarding the practice of polypharmacy (prescription of more than one
psychotropic medication) for persons in institutions, whereas only eight
states had similar regulations for individuals living in the community
(Rinck et al., 1989).

In the past, individuals with the most severe behavior challenges
remained institutionalized while those with less severe problems were
integrated into the community. This trend has changed as more
institutions throughout the United States are closing their doors (Prouty
et al., 1996). An increasing number of individuals with developmental
disabilities are living, working, and socializing in their communities,
including those with the most challenging behaviors. The fact remains,
however, that severe behavior problems account for many failed
community placements (Lakin, Hill, Hauber, Bruininks, & Heal, 1983).
Therefore, it is imperative that the treatment of behavior problems among

individuals with developmental disabilities be managed carefully,

particularly when that treatment includes psychotropic medication.
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When properly prescribed and monitored, psychotropic drugs may afford
individuals the opportunity to live as integrated members of society.
When not properly prescribed and monitored, however, such drugs may
cause untold misery. Therefore, how psychotropic medications are used
outside institutions warrants considerable attention.

Although psychiatrists and prescribing physicians ultimately
control how drugs are used, they frequently rely on the information
provided by nonmedical staff, such as direct service staff, when making
treatment decisions. Consequently, direct service staff may have the

greatest impact on treatment outcomes because they are responsible for

implementing and monitoring treatment, often with minimal supervision.

Educating direct service staff, therefore, is especially valuable as it may
contribute substantially to the appropriate use and assessment of
psychotropic medications for individuals with developmental disabilities

living and/or working in the community.
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Human Subjects Insttutional Review Bearc Kalamazoo. ticnman 49G1 - 5 -

WESTERN MICHIGAN UNIVERSITY

Date: 5 June 1997 N

To:  Alan Poling, Principal Investigator s \ )
aa

LeeAnn Christian, St?c\m {nveluie

. . 0y
From: Richard Wright, Chatr /_\‘L_,\‘
: - . ‘L; - -
Re.  {iSIRD Project Number v™-63-15

This letter will serve as confirr:ziton that vour research project entitled "Direct Service Statt
Perceptions of the use of Psych:ropic Medications in Residential and Vocational Settings for
[ndividuals with Developmental C:sabilities™ has been approved under the exempt category of
review by the Human Subjects Izstitutional Review Board. The conditions and duration ot this
approval are specified in the Policies of Western Michigan University. You may now begin
implement the research as daxerit 23 m the application.

Please note that vou may only « aduct this research exactly in the form at was approved. Y ou
must seek specific board approva: for any changes in this project. You must also seeh reappional
if the project extends beyond th2 termination date noted below. In addition it there are am
unanticipated adverse reactions or unanticipated events associated with the conduct of this rescarch.
you should immediately suspend :.:2 project and contact the Chair of the HSIRB for consultanon

The Board wishes vou success in thie pursuit of your research goals.

Approval Termation: 3 June {9%3
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H-:man Sumec's insutuhonal Review Baara £3'.umizdo. MiTn Tan 49C05-38 3

WESTERN MICHIGAN UNIVERSITY

Date: 13 June 1997 . {.l\
-\. i
To:  Alan Poling, Principal Investigator ,‘Q.\\ L
LeeAnn Christian, Student lnve;g\i%@lj
\

From: Richard Wright, Chairfx,k\'.

Re:  Changes to HSIRB Project Number 97-05-15

Thus letter will serve as confirmation that the changes to your rescarch project “Direct Service Staff
Percepuions of the use of Psychotropic Medicauons in Residenual and Vocational Settings for
ladividuals with Developmental Disabilities™ requested in your mzmo dated 9 June 1997 have been
approved by the Human Subjects Institutional Review Board.

The conditions and the duration of this approval are speutfted in the Policies of Westarn Michigan
University .

Please note that you may only conduct this research exactly m the torm 1t was approved. You
must seek specific board approval for any changes in thus project.  You must also seek reapproval
if the project extends beyond the terminauon date notad below. In additon if there are any
unanticrpated adverse reactions or unanticipated events associated with the conduct of this research.
vau should immediately suspead the project and contact the Chaur of the HSIRB for consultation.

The Board wishes vou success in the pursuit of your reszarch voals.

Appraval Termination:3 June 1998
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(iman Subjecss Instituicatn isevew Boarg - . TR e LT Tdar s

WESTERN MICHIGAN UNIVIilQSITY

Date: 19 Junc 1997

To:  Alan Poling, Principal Investigator Gq{ tv\
LecAnn Christian, Student | tigal ra .

From: Richard Wright, Chair

Re:  Change: to HSIRB Project Number 97-05-15

This letter will serve as confirmation that the changes o vour researci: prorect “Direet Sersce
Suaff Perceptions of the use of Psychotropic Medications in Resteential and Vocational Sctungs
for Individuals with Developmental Disabilities™ requested in your memio dated 1o June 19497
(addition of Goodwiil [ndustrics and Behavior change associates as research stresy have bheen
approved by the Human Subjects Institutional Review Board.

The conditions and the duration of this approval cve speafiel i e Policies of Western
Michigan University.

Please note that vou may only conduct this rescarch exactly in the form: o was appraved You
must scek speaitic board approval for any changes in this project. You musi also seex reapproval
if the project extends beyond the termination date noted below I addiion af there are any
unanticipated adverse reactions or unanticipated evemts associzted with the conduct of this
rescarch. you should immediately suspend the project and contact the Chir of the HSIRB tor
consultation

The Board wishes you success in the pursuit of your rescarch goals.

Approval Ternunaton: 3 Junc 1998
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Human Subgecs .« - on - e = ard S T HamT 893

WESTLRN MICI lIG/\N UNIVLRSI Iy

Date. 30 lune 1997

To:  Alan Poling, Principal [nva\ug.lmr
l_eccAnn Christian. Studegt Iv uu

From: Richard Wright. Ch:nr t
Re:  Chuges 1o HSIRR ng\ <f Number 97.08-15

This letter vl serve as confirmation that the changes to your rescarch stogject e 0 Service
Sttt Percepnions of the use ol Psychotropre Medications in Restdentiai and Vogone Nen

] .xQQV\
for Individuais with Developmental Disabilities™ requested i vour meto dates 23 0 e (907

(additon o1 Westview Vacational Services as a research site? have been anprove: =+ - - Human
Subiects b nnrnomal Review Board.

The conaions and e durauon ot ses approval are speariied i i ithl N oo
Michigan Fmversaty

Please vou et only conduct tus reseerch exactly i the o 0 was Lo HE I
must seek spectie board approvat lor any changes in this profect. Yot miust sise ~oo- Lpproval
the protect exiends reyvond the termmnation date noted below. I addizon 0 - e am

unantcipatad adverse reactions or unanticipated events assoctated witi the conalor ot this
rescarch. vou should samediately suspend the project and contact the Chate o2 ns PSIRB s
consuitaizon

The Board wishes vou success i the pursuit of your research goals.

Approvad Termmation: 3 June 1998
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reenan Sudiects inshiatinna Review. 30arg Yo amacon Mhchigan 4900816

WtSTERN MICHIGAN UNIVERSITY

Date: 15 July 1997

To:  Alan Poling. Principal Investigator
I.eceAnn Christian, Student Investugator

From: Richard Wright, Ch“i";;"[f‘x _ & W

Re Changes 10 HSIRB Project Number 97-05-13

This fetter will serve as confirmation tha the changes 1o vour rescarciy prouedt Dhireet Sers e
Statt Perceptions of the use ot Psychotropie Medications i Reswdentiani anc: Vocanonal Settiny-
for Individuals with Developmental Disarthities™ requested i yonr menn e 23 June (997
taddition of Peppermint Ridge and Jewrsit Vocational Service as :escasch siesy have heen
appraved by the Pluman Subyects fmtneienad Review Board

JThe conditions aiad the duration ol s coprove! are spectiied s the Soarcios of W UNe
T
Nhctngan Umverssty,

Please nate that sou may only conduct tes sesearch exacths iy the serm i saas approved Yo
must seek specthe board approval tor any changes i this progect. You must aisa seek reapprovai
it the project extends beyond the termnation date noted below. In addition i there are ans
umantiapated adverse reactions or unantaipated events assoctated with the conduct of this
rescarchs vou shoaid immediately suspesie the project and contact the Chai oi the HSIREB o
vonsuligtion.

The Board wishes vou suceess i the pursast of your rescarch zoals

Approval Terminaton: 3 June 1998
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Human Seiets inshiiuinagt Heviess floara L . EAAmMaron. MiCiuGa 2t e
o e s

WLb M=RN MIC HIO/\N UNIVERSITY

Date: 22 July 1997

To:  Alan Poling, Principal Invesugator . ¢
LeeAnn Christian, Student ln\'mu"{lm\ X

)
From: Richard Wright, Chf/\ \LL' o~

Rer Changes to HblRB\{‘\m(:\:( \‘un:.‘.f 97 (05-13

Jhrrogeet TDhireet Servies

This letter will serve as confirmanon it the changes to vour ree
Statt Perceptions of the use of Psvehonopie Medications tn Resizontal wng Vocational Sciting.
for [ndividuals with Developmenial Disainliies”™ requested i v s omee dated 28 July 1oa”
(addiion of Toward Maximum Indepentencs. Inc. as a research ~ - > hve »een approved by .
Hunian Subjects Institutional Review Boee i

- The condittons and the duration of e approsaioare specti:e o thio Pobliaies of 3L eaern,
Michiean University.

Mease note that you may only conduct s cosearch exactly s 2 otonm st was approsea oo
must seck speciic board approval for any changes i this project Y ou must also seek resppron .
wothe project extends beyond the termination date noted below  In additson of there are am
unanucipated adverse reactions or unanticpated events associzied wuli the conduct of thes

teseich. vou should unmicdiately suspend the project and contecr the Chian of the HSIREB
consultiation

tor
The Board washes you suceess i the puisuit of vour research goais

Approval Ternunation: 3 June 1998
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Human 3 _2iects Institutionat Review Soard Kalamazoo. Michigan 49008-3#" 3

WESTERN MICHIGAN UNIVERSITY

Date: 25 July 1997

To:  Alan Poling, Principal Investigator .
LecAnn Christian, Student [nvestigat a OQ( M

‘rom: Richard Wright. Chair

J

e Changes to HSIRB Project Number 97-05-15

Thus fetter will serve as confirmation that the changes to your research project "Direct Service
Staif Perceptions of the use of Psychotropic Medications in Residential and Vocationat Settings
o iadividuals with Developmental Disabilities™ requested in your memo dated 24 July 1997
vaddition of Community Mental Health of VanBuren County as a research site) have been
anproved by the Human Subjects [nstitutional Review Board.

The conditions and the duration of this approval are specified in the Policies of Western
Michgan University.

e note that you may only conduct this rescarch exactly in the forin it was approved. You
st scek speciiic board approval for any changes in this project. You must also seek reapproval
1 project extends beyond the termination date noted balow. In addition if there are any
unanucipated adverse reactions or unanticipated events associated with the conduct of this
reszarch. you should immediately suspend the project and cantact the Chair of the HSIRB for
consultation.

The Board wishes you suceess in the pursuit of your research goals.

Approval Ternunation: 3 June 1998
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WESTERN MICHIGAN UNIVERSITY

Date: 8 August 1997

To: Alan Poling, Principal Investigator Oétd\
LecAnn Christian, Student Invest & -

From: Richard Wright, Chai
Re:  Changes to HSIRB Project Number 97-03-15

Thix letter will serve as confirmation that the changes to vour fesearch projesz “Direct Service
St Percepuions of the use of Psychotropic Medicstions in Residential and Vecational Settings
for Individuals with Developmental Disabilities™ requested in vour memo datzd 6 August 1997
(addition of Residential Opportunities Incorporated as a research site) have been approved by the
Human Subjects Institutional Review Board. [ eddition. the munor revisions requested by the
executive director ag that site have also been approved for use at that site onl:.

The conditions and the duration of this approval are specified in the Policies of Western
Michigan University.

Please note that you may only conduct this rescarch exactly in the form it was approved. You
must seck specitic board approval for any changes in this project. You must 2is0 seck reapproval
il the project extends beyond the termination date noted below. In addition if there are any
unanticipated adverse reactions or unanticipated events associated with thz conduct of this
rescarch. you should immediately suspend the project and contact the Chair of the HSIRB for
consultation.

Tie Board wishes you success in the pursuit of your research goais.

Approval Termination: 3 Junc 1998
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R S SO Kalamazoo, Mictugen 430063 5052
616 387-4458

R 1

V—\/—!E—STERN MlCHIG/\N UNIVERSITY

Dear Service Provider:

We are beginning the process of conducting a research project for which your agency's
parucipation would be greatly appreciated. The research project entails distributing surveys to
fuil-time direct service staff who are employed by various residential and day programs
throughout California and Michigan. The survey is designed to determine direct service staffs’
ommnions, perceptions, and knowledge regarding the use of psychotropic medications to treat the
hehiavior problems of individuals with developmental disabilities.

Herewith you will find a brief proposal describinz the rationale for this research, the
+ sshodology, and the benefits of participating in the ;raject. We have also included a copy of
12 survey tor your review. It can be reterred 1o as vou decide whether or not te participate in
this research project. we would ask, however, that t=2 survey not be shown to direct service
staif within vour agency at this time

i* ~our agency chooses to participate in this survey, we ask that you send us a letter of suppont
Atter receiving the letter of support trom your agency we will submit it to Western Michigan
tinversity's Human Subjects Institutional Review Board for its approval. [n an effort to save
v.ou time, we have included a sample letter which couid be typed on vour agency's letterhead

\i e also would like to take this opportunity to assure vou that completed surveys trom vour
azzney will remain anonymous  We are interested oniv in state-to-state differences. not agency
Giferences Therefore, we have set up a distribution 2nd collection system which ensures that
w2 can determine from which state the completed survevs were returned, but not from which

R Y
17 vou have questions which are not answered satisfzctorily in this packet, please feel free to
contact us at (616) 387-8331. We appreciate vour censideration of this matter and hope vour
aeency decides to participate in this research project. Thank vou for your time.

Nincerely,

\Lwin Poling, Ph D
I'rotessor, Western Michigan Umiversity

LeeAnn Christian, M S,
Doctoral Student, WNU
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cwit AL UNE Sy

o otrnal P atedongy

WESTERN MICHIGAN UNIVERSITY

RESEARCH PROPOSAL

Principle Investigator: Alan Poling, Ph.D.. Western Michigan University
" Student Researcher: LeeAnn Christian. M.S., Western Michigan University

Participants:  Full-time direct service staff working with individuals with developmental
disabilities in day and/or residential settings.

Proposed start date and length of study: Rescarch will commence upon approval trom the
participating agencies and from the Human Subjects Institutional Review Board at
Western Michigan University. The anticipated start date is June, 1997 It is expected that
the survey wili take staff 20-30 minutes to complete  Depending on the distribution and
callection process used by each agency, the duration of participztion for each agency is
estimated to range from [ week to 2 months

Working Title of Study: Direct service statt pereeptions of the use of psvchotropic
medications in residential and vocational settmzs for individuais with developmentai
disabilities

Description of” Research:
Introduction

The use ot drugs to treat behavioral problems in individuals with developmental
disabilities has received much attention in recent vears {e.g.. Aman & Singh, 1638, Aman
& Singh, 1991) Surveys indicate that roughly 30 to 50% ot adults with mental
retardation residing in institutions receive psychotropic medications, whereas 25 to 35%
of those living in community settings do so (e . Aman, Sarphare, & Burrow, 1995
Aman & Singh. 1988; Gadow & Poling, 1988) [f anticonvulsant drugs (which are
psychoactive) are also included, these percentages increase by about 20%.

Given the high prevalence of psychotropic drug use in individuals with
developmentai disabilities, and reports that thesc medications arc sometimes misused by
caregivers (Singh, Guernsy, & Ellis, 1992); it is important to determine the ways in which
decisions concerning medication are made and the ways in which the ettects of these
medications are assessed. Knowledge of the way these medications are perceived by
individuals wha are affected by such interventions is also important. In the case of drug
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treatments for individuals with developmental disabilities, those aftected by the
intervention might include the person with a developmental disability, parents and
guardians, advocates, and direct care staff. Ifany of these individuals are dissatisfied with
the goals, procedures, or outcomes of an intervention, it can have a significant impact on
the success and future use of the intervention (Poling & LeSage, 1995).

Although it is important to determine the perceptions of all individuals affected by
an intervention involving drug treatment, it appears especially important to determine the
perceptions of direct care staff. These individuals typically spend more time interacting
with their consumers than anyone else. Direct care staff have the greatest impact on the
success or failure of an intervention because they are responsible for its implementation,
often with minimal supervision. Determining the perceptions, knowledge, and opinions of
direct care staff regarding the use of drug treatments also may contribute substantially to
the appropriate use and assessment of psychotropic medications for individuals with
Jevelopmental disabilities.

Few studies have been conducted to determine the perceptions, knowledge, and
opinions of individuals working with persons with developmental disabilities. No studies,
15 our knowledge, have attempted to determine the perceptions, knowledge, and opinions
of direct care staff in non-institutional residential or vocational settings. Aman, Singh, and
White (1987) surveyed nursing staff in large institutions and Singh et al. (1996) surveyed
~rofessional staff working in institutional settings. Singh, Epstein. Stout. Luebke, and
Ellis (1994) surveyed teachers of students with serious emotional disturbance or learning
disabilities in public school settings. Findings of these sunveys consistently indicated a
aeneral lack of education pertaining to the use of medications in the treatment of behavior
problems, a dissatisfaction among the respondents with their level of knowledge and the
availability of training in the use of medications, and a recognition of the importance of
mcorporating more objective assessment measures of drug eitectiveness and side-etfects.

The purpose of the present study is to survey direct service staff in several
residential and vocational settings throughout California and Michigan to determine their
perceptions, knowledge, and opinions regarding the use ot psychotropic medications to
:reat behavior problems in individuals with developmental disabilities. Staff from a variety
of residential settings will be included in this survey (e.g.. group homes, semi-independent
residential programs, supported-living arrangements). Vocational settings will include a
variety of facility-based and community-based programs (e.g., sheltered workshops, day
treatment activity centers, supported employmen: programs). Respondents will include
only full-time staff whosc primary responsibility is to work directly with individuals with
developmental disabilitics (e.g., job coaches, residential aides. program aides).

Method

The investigators will mail or hand-deliver a pre-specified number of surveys to the
dircctor (or another person designated by the director) of each participating agency.
Along with the surveys will be a set of instructions which will detail the process that the
director (or appointee) is to follow as he or she distributes and collects the surveys. A
script, describing the purpose and procedures of the study will aiso be included and will be
read to all staff by the director (or appointee) immediately prior to distributing the surveys
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to the direct service staff. A large envelope or box will also be given to the agency lor
staff to use when they have completed the surveys. Each agency will designate a location
for distributing and collecting surveys (c.g., distributed at a regularly scheduled staft’
mecting and collected in the euvelope by the mail boxes in the agency’s main office).
Upon receipt of the above materials and depending on the distribution and collection
process used by each agency, the duration of participation for the agency is estimated to
range from 1 week to 2 months. The distribution of the survey, including reading the
script prior to handing out surveys to the staff, is estimated to take 5 minutes. Itis
estimated that each staff will take 20-30 minutes to complete the survey.

The collection envelope or box will be pre-stamped and pre-addressed with the
investigators’ names and address as both sender arnd receiver to insure anonymity to the
participating agency and its staff. The director (or appointee) will be instructed to seal the
envelope or box and place it in the mail after the distribution and collection pracess is
completed. Upon receipt ot completed surveys. 2 investigators will identify the state
from which the surveys were returned by looking 2 the postmark on the envelope or box.
The surveys will be coded in the top right-hand cornar with the abbreviation of the state
from which they were returned (i.e., CA. MI) and the en 2iope or box will be destroved
Surveys will be filed by state code to insure that 2 particuliar survey cannot be traced back
to a specific agency or individual.

Conclusions Beneiizs OI Rescarch

Alter all completed surveys have been ra:: 2 the data has been summanzed
and analyzed. the findings will be shared with the carticipzting agencies.  This information
is expected to be of benetit to pamcnpam: becausa it may crovide usetul information about
direct service statls” perceptions, opinions, and knowled ze of the use of psychotropic
medications. These findings may influence a chanze in policy or training within an agency

Of longer-term and more general benetiz to the pamticipants is our plan to use the
tindings of this rescarch to design a comprehensiv2 trainizy program for direct service
statt regarding the use of psychotropic medications  Pilo: wark it the design and
implementation of such a training program is expected io T2 done i collaboration witi: the
agencies that participate in the current rescarch project. Due to the usual turnover in stasl,
it is not possible to guarantee that participating direct service stait will directly benetit
trom a training program implemented in the future  Howaver, it will benefit the direct
service staft employed by the agency at the time the training program is implemented.
whether or not they participated in the current research project.

In conciusion, the completion of the current research project will help us meet our
short-term goal, which is to determine the perceptions. knowledge, and opinions of direct
service stafl regarding the use of psychotropic medications. As future research emerges
trom the (indings ot this study, we will be better 2dle to mzet our long-term goal: To
better serve individuals with developmental disabilities who are receiving psychotropic
medications.
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L Eras0n. Mxn gan 9008-5052

Colteyz 2 Als ana Scra =25 X
5152874298

Depar-nt of PSycnoiog. \ .
N

WESTERN MICHIGAN UNN ERSITY

NOTE: This version of the survey has been provided to help you decide whether
vour agency would like to participate in this research project. It should not be
distributed to staff until it is approved by the Human Subjects Institutional
Review Board (HSIRB) at Western Michigan University (WMU). Upon
approval from the HSIRB, a stamp from the HSIRB will be placed on the survey
under the WMU letterhead. Under the HSIRB stamp will be an informned
consent paragraph for each staff to read prior to deciding whether or not she:he
would like to participate in this research project.

SURVEY CONCERNING DRUG TEERAPY FOR

PERSONS WITH DEVELOPMENTAL DISABILITIES

San(arcley NMOF
! Circle sour current rolc:
residennial direct service stall vocational direct service stafi bath
2. Curcle all thon apply to the agency tn which you arc cmploved:
residennial program serves adults
vocatianal/daty-activ ity program scrves children

Age: (Cheek ane)

20-25 ycars 1S
63 .1
313 I )

Su=d0) - 6+
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4. Racial/Ethnic Group: (Check onc uniess you are multicultural, then check all that apply.
(optional) For this question, you are multicultural if you have parents from morc
than one of the broad racial/ethnic categories listed below)

White, non-Hispanic Asian or Pucific [slandcr
Black. non-Hispanic Amcrican Indian, Eskimo. or Alcut
Hispanic __ Other

5. Level of education: (Check onc)

N some high school undergraduate degree
high school diploma some graduate courscs
_ some undergraduate courscs graduate degree

If you have a coilege degree, what was your major”

6. For how many vears have you worked with indiv iduals with developmental disabilines™

(Ycars)

In this questionnaire the term “prescribed drugs™ is meant to include these druas:

A.  Major tranquilizers (e.g., Thorazinc, Mellaril, Haldol)

b. Minor tranquilizers (c.g., Valium, Librium)

C. Aatihistamines (c.g., Vallergan, Atarux)

d. Antidepressants (c.i., Tofcanil, Elavil)

e. Stimulants (c.g., Ritalin, Dexcdrinc)

f. Anticonvulsants (c.g., Tegretol, Depakenc) but only when used for behavior control (not

7. Arc you currently working with consumers who are taking prescribed drug(s) to treat beluvior probleins
or
have you in donic so in past ycar?

Yes If ycs. how many consuters?

No
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Plcase circle ane for cach item.

S. In general, [ belicve it is acceptable to use prescribed drugs/drug therapy (o treat behavior problems. ..

Not Never Seldom Occasionally Usually Always
Applicable
a. with adults with 0 1 2 3 4 s
developmental disabilitics
b.  with children with 0 I 2 3 4 3
developmental disabilitics
¢ with individuals with 0 § 2 3 4 3
developinental disabilitics who
cannot choosc treatment for
themsclves
d. with individuals with 0 1 2 3 4 3

developmental disabilities
who arc in life-threatening
siwations (¢.g., severe self-
tnurious behavior)
& afier all other treatment 0 1
options have been exhausted

"~
vl

4o

% When it is suggested that one of the constuners i your agency should be tried on drug therpy. wha
usualiv recotnmends thus approach

Nat Never  Scldom Oceastonaily Usualhy  Sovavs

Applicable
a Phssicta Psycluatnst ] I 2 3 4 ]
b QMRP 0 1 2 3 3 3
< The Interdisciplinary Team 0 ! 2 3 4 3
i Psychologist [} I 2 3 3 :
<. Parcnts [ 1 2 3 R 3
. Socul Worker 4] ! 2 K} H) <
s. Dircctor of Residential Service 0 l 2 3 4 s
i Director of Vocational Service 0 1 2 5 3 s
v Darect Service Staff 0 t 2 3 4 s
1. Other (Specily) i} 1 2 3 4 3

10 When discontinuation of prescnbed drugs s suggested for a consumer it your agency, who usuaiiy
reconnnends this change?

Not Never Scidom  Occastomally  Usually  Always

Applicable
a.  Physician/Psychuitrist 3} 1 2 3 4 s
b. QMRP &} I 2 3 4 s
c. The [nterdisciplinary Team 0 1 2 3 4 3
d. Psychologist 0 1 2 3 3 <
o Parcats u | 2 3 4 N
. Social Worker 0 { 2 3 ] N
= Casc Manager 4] i 2 3 4 s
h.  Dircctor of Residential Service O t 2 3 ) 3
. Nivsetne af Vacsttanal Ssa ems 1] 1 Al Ry 1 3
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[1. Somc commoan types of behavior problems and affective disorders are listed below. \Ve would like to
know what tvpes of disorders or problems most comnmoaly lead to drug treatment.

Not Never Seldom Occasionally Usually Always
Applicable
a. Acting out (irnitability. shouting, 0 1 2 3 4 S
temper tantrums)
b. Aggression to others or 0 1 2 3 4 5
property dunage
¢ Social withdrawal (isolation 0 I 2 3 4 5
from peers)
d. Hyperactivity (restiessness. 0 1 2 3 4 5
trouble paying attention. inability
to sit suth
¢.  Anxiens pius physical agitation 0 1 2 3 4 5
(. Depression. sadness 0 i 2 3 +4 5
5. Dclusions, halluginations 0 i 2 3 4 b}
Iv  Sclf-imgurious behiavior 4] t 2 3 4 5
1. Any diagnosed psychuatne 0 i 2 3 4 5
disorder
) OtheriSpeafyy 0 i 2 3 3 5

12, For the saiue probicins as above. to what extent should behavior management techmques be aempted
before a daug treatment is implemented?

Not Never Scldom Occastonaliy  Usually  Always
Applicable .
4. Acting out arntability, shouting. 0 1 2 3 4 5
temper Lutnams)
b, Aggression w others or 0 I M 3 4 5
properts damage
¢. Social withdrawal (isolation 0 ! 2 3 4 5
from pevrs)
d. Hyperazinity trestlessness. 0 1 2 3 4 5

trouble paving attention, inability
to sit seril)

c.  Anxicty plus physical agitation 0 i 2 3 4 3

. Dcpression. saducss 0 1 M 3 4 5

g.  Delusions. hallucinations 0 ! 2 3 4 5

h.  Sclf-inpurious behavior 0 ! 2 3 4 5

i Any duignoscd psychiatne 0 1 2 3 4 5
disorder

J.  Other (Specity) 0 1 2 3 4 5
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13. For the sunc problems :is above, to what extent do you sce behavior management techniques as a suitable
alternative to drug treatinent?

Not Never Seldom Occasionatly Usually Always
Applicable
a. Acting out (irritability. shouting. 0 i 2 3 4 5
temper (antrums)
b. Aggression to others or 0 1 2 3 4 5
propernty damage
¢. Social withdrawal (isolation 0 1 2 3 4 5
from peers)
d. Hypermctivity (restlessness. 0 L 2 3 4 5

trouble paying atiention. inability
to sut stull)

¢.  Anxwaty plus physical agitation 0 i 2 3 4 5
f.  Decpression. sadness 0 1 2 3 3 5
g. Declusions. hallucinations 0 1 2 3 4 5
. Self-injurious behavior 0 1 2 3 4 5
1. Am dugnosed psychiatric 0 1 2 3 4 5
disorder
J. Other (Specity) a i 2 5 4 5
14 For the siume problems as above. to what extent shoutd behavior gement techuiques be combined
with drug treatment”!
Not Never Scidom Occasionally Usually  Always
Applicable
A, Acting out (irritability. shouting. 0 1 2 3 4 N
tempar Lantauns)
b Aggzression to others or 0 ! 2 3 4 5
propenty danage
¢ Socuil withdrawal (isolation 0 i 2 3 3 5
from poers)
d.  Hyperactivity (restiessness. 0 1 3 4 5
trouble paving attention. mability
10 st still)
¢ Anncty plus physical agitation 0 1 2 3 4 3
. Dcpression. saducss 0 i 2 3 4 3
g Detusions, hallucinatious 0 { 2 3 4
5
b Scif-uyurious behavior U] 1 2 3 3 5
i Any diagnesed psychiatnic 0 t 2 3 4 5
disorder
3. Other (Specify) n 1 2 3 )
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For the next four questions, we are interested in the way changes in medication are currently being
assesscd in the agency in which you work, and, also, how you think they should be assessed in the
best of all possible worlds.

15. Please rate the following types of assessment in terms of their current influence on decisions relating to
medication of consumers in your agency.

Not Never Seldom Occasionally Usually Always
Applicable
a. Global impressions (overall 0 1 2 3 4 5
subjective cstimate about behavior
by parents, doctors. or others)
b. [nformal diary of behavior 0 3 2 3 3 5
(¢-g.. case notes. narratives)
c. Bchavioral obsenations 0 1 2 3 4 5
d  Raung scale of social behaviors 0 1 2 3 4 5
¢ Standardized tests (e.g., IQ. 0 L 2 3 4 5
personality)
. Raung scales for psychiatnc 0 i 2 3 3 5
disorders (c.g.. for depression)
¢, Other (Specify) 0 1 2 3 4 5

16.

in the deal situation. with plenty of siaff and resources. what methods do you think shauld be utitized tor
utaking decisions about medication?

Not Never Scldomn Occasionally  Usually  Always
Applicable N
a  Global impressions (overall 1 1 2 3 3 3
subjective estinmate about behavior
by parents, doctors. or others)
b [nformal dury of behavior 0 ! 2 3 3 3
(c.2.. case notes. narratives)
¢ Beluvioral observations 0 1 2 3 4 s
d  Raung scalc of soctal behaviors 0 1 2 3 3 5
¢ Standardized tests (c.g.. IQ. 0 l 2 3 4 3
personality)
{ Raung scales for psycluatric 0 ! 2 3 4 5
disorders (c.g.. for depression)
g.  Other (Specify) 0 1 2 3 4 3
17, At present who generally decides which assessments should be undertaken for making decistons about
medication?
Not Never Scldom Occasionally  Usually  Always
Applicable
A Plysician/Psychiateist (4] 1 2 3 4 5
b. QMRP 0 ! 2 3 4 5
¢ The tuterdisciplinary Team 0 1 2 3 4 5
d.  Psychologist (] 1 2 3 4 5
¢ Parcats 0 1 2 3 4 5
(. Soci Worker 0 1 2 3 3 5
¢ Case Manager 1] § 2 3 4 5
h Director of Residential Service 0 ! 2 3 3 5
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18. In the ideal situation, who should decide which asscssiments are to be undertaken for making decisions
about medication?

Not Never Seldom Occasionally Usually Always
Applicable
a. Physician/Psychiatrist 0 t 2 3 4 5
b. QMRP 0 t 2 3 4 5
c. The Interdisciplinary Team 0 I 2 3 4 5
d. Psychologist 0 1 2 3 4 5
c. Parcats 0 1 2 3 4 5
€. Social Worker 0 i 2 3 4 5
g Casc Manager 0 1 2 3 1 5
h. Director of Residential Service 0 1 2 3 4 5
N i. Director of Vocational Service 0 1 2 3 4 5
j. Dircet Service Staff 0 1 2 3 4 5
k. Other(Speafyy ______ 0 1 bl 3 4 3
19. I a consumer is on medication:

a. s hissher behavior assessed for drug effects” __ Yes No
b. If ves. how ofien? :

Weekly Aunualiy

Monthly Ewon 223 years

Semu-Annually Ther (Specify)
c.  Who carrics out the assessiment”?

Physician/Psychiatrist Psavchologist

Direct service stafl’ taterdisciplinary Team

Case Manager O:hier (Specily)

Nurse

20 To what extent do you believe the following occur as side-cffects of prescribed medicanions so commonly
that they detract from the beneficial effects of the drugs?

Not Never Scldom Occasionatly  Usually  Always
Applicable

a.  Tiredness. sedation 0 1 2 3 3 5

b.  Marked weight changes 0 1 2 5 4 35

c. Interference with learning 0 t 2 3 4 5

d. Skin reactions 0 1 M 3 4 5

¢.  Behaviomi irritation 0 i 2 3 4 5

. Excitability 0 1 2 3 4 5

g. Dcpression. sadness 0 1 2 3 3 5

I Motor probleins beginning 0 1 2 ki 3 5

with onsct of treatiment (extra-
pyramidal symptoms, c.g..
parkinsonian reaction)
. Long term motor problems 0 1 2 3 4 ]
{more than 3 months, c.e..
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Preservice Trnining: Check the amount of instruction/training about prescnbed drugs/drug therapy vou
have received as part of your formal training at the agency in which you are currently employed.

—__ Too litde
Sust right

Taoo swuch

. Preservice Training: Check the amount of instruction/training about behavior management techniques

vou have received as part of your formal training at the agency in which you are currently employed.
__ Toolittle

__ Justnght

__ Too much

Inservice Tramng:  Check the amount of instructiow/training about prescnbed doves/drug thempy you
e recen od i msenvice tsnmng a1 the agencey i which you arc currently ampioyed.

. Too lLittle
Just nighi

Too much

fuservice Tramning: Check the imount of instruction/training about behavier management techmques sou
have recen od in inservice training at the agency n which you are currently emploved.

Too huttle
Just nglt

Too much

. Would vout like to receive additional tnservice training regarding drug therapy as it relates to your

consumers?

Yes

No

Would you like to reccive additional mservice traiming regarding behavior gement techniques as it
relates to your consuers?

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



70

27. [fyes to item 25 or 26, specify what formn this inscrvice training should take.
_____ Workshop
_— [Inservice Lecture
— Continuing Education Course

Other (Specify)

28. How necessary is continuing inscrvice education about drugs/drug therapy for direct service stafl who
serve persons with developmental disabilities?

Not at all necessany
Necessary
Extremely necessany

_____ Other (Speaify)

9. Rank order the three most vital topics regarding drug therapy that you wish vou could learn about in an
msen cs progeam ¢ [ =most nuporant. 2=second. 3=third)

Major clinical indiczuons

Side effects

Druz inteructions

Legal 1ssucs

Bastc mcchanistus of drug action

Drug withdrawal otlects

Alternatives (o medication

Assesstent of drug effects

Effects of drugs on behavior management techniques

Other (Specify)

30. Docs your agency have a policy on drug therapy (i.c.. prescription drugs)?
Yes

No
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Not Never Seldom Occasionally Usually Always

Applicable
31. Do you think you as a 0 1 2 3 4 5
dircet service staff should be
involved in discussions about
beginning. changing. or discontinuing
medications for vour consumers?
Not Never Scldom Occasionally Usually  Always
Applicable
32. Arc vour vicws taken into 1] t 2 3 4 5

account before vour consumers”
medication is begun. changed. or

discontinued?
33. How oftcn docs your agency comununcate with other agencics or individuals (¢.g.. residential or day
programs. parcns, guardians) when issues anse regarding your consumers” medication regimen?
Not Nover Scldom Occasionatly  Usually  Alwavs
Applicesle
a. When a new medication ts n § 2 5 4 5
prescribed
6. When a medication change 0 i 2 3 4 5
is made (¢.8.. dosage)
c. When a medication s i i 2 3 4 3
discontinucd
d. When a problem ts noticed 1 I 2 3 4 3
{e.g.. side cffects. changes in
behavior)

34, How otten do other agencics or individuals (& 2. residential or day programs. parents. guardians)
conumuicate with sour agency when ssues anse regarding your consumiers” medication regimen?

Not Never Scldom  Occasionatly  Usually  Always
Apphizable
a. When a new medication is 0 1 2 3 4 5
prescribed
b. When a medication change 0 1 2 3 ) N
ts madc (c.g.. dosage)
c. When a medication is 0 t 2 ki 4 N
discontinucd
d. When a problem s noticed 0 ! 2 3 4 5
(e.g.. side cffects. changes in
behavior)

35. Arc vou consulted by the doctor/psychuatrist regarding the medication of your consumers?

Yes

No

1€ 0o, 1s somcone withos vour azency consulisd ne. supenvasor. directory?
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36. Do you consult with the doctor/psychiatrist regarding the medication of your consuncrs?

Ycs

No

If no. do you consult with somecone within your agency who. in turi. does so?

Yes (Specify titic)

No

3T Who administers prescribed medication if a consumer in your agency has to take medication™
____. Dircet service staff

Nurse
__ __ Consumer sclf-adininisicrs lus/hier own medication

-~ Other (Spearfy)

3N 1 wou controlled the way preseribed drugs are adunmistered (0 consusiers mn vonr desnay . what Jhanges
tt any) would vou make? Be as specific as possible and please write cleardy

3. Any additional comments you would like to make?

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



73

AGENCY LETTERHEAD

DATE

Richard Wnght, Chair

EHuman Subjects Institutional Review Board
Western Michigan University

Kalamazoo, M! 49008

Dear Chairman Wright:

LeeAnn Christian has submitted a research proposa: entitied “Direct service statt
perceptions of the use of psychotropic medications iz residential and vocational settings
for individuals with developmental disabilities™ to be implemented with the full-time staff
emploved by NAME OF AGENCY  The project. 25 proposed. is relevant to the
population of statt employed and consumers served and appears to pose no risks to either
We support the implementation of this research proiect and may benetit from the results

obtained.

Sincerelv,

NAME

TITLE

NAME OF AGENCY
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Catege o At avs Scezsar
Deparunen: of Psychokogy

RALmMA20. biengun S903-5052
6§16 387-4295

WESTERN MICHIGAN UNIVERSITY

Date

Dear (Director’s Name),

Thank you for endorsing our research project titled, “Direct service staft perceptions of
the use of psychotropic medications in residential and vocational settings for individuals with
developmental disabilities.” We appreciate (name of agency) participation and have made every
effort to make the process of distributing, collecting, and returning the surveys as easy as possible.
We do not want this to be a burdensome task for you or your staff.

Herewith you will find instructions for the distribution and collection of surveys. a script
to read to your stati pnor to distributing the surveys. and (number) copies of the survey
concerning drug therspy tor people with developmental disabilities. Also included is an envelope
or box i which compicted surveys shouid be collected. The envelope or box has already been
pre-stamped and pre-addressed with the researchers’ address. After all completed surveys have
been collected, we 23k that vou securely seal the envelope or box and place it in the mail

Prior to distmanng the surveys to your direct service staff. please carefuliv read the
enclosed nstructions By {ollowing these instructions, you will easure that the survevs are
distributed and collecied systematicaily [z will also insure that your s:atls” rights are upheld and
that vour agency and s statt will maintain anonynuity.

I vou have questions or would like to discuss further the processes for distributing,
collecuing, and returnmg the survevs described below, please don't hasttate ta cali us at (616)
387-8331 You can aso fax vour questions to (616) 387-8330 or cmat them o
X9SCHRISTIA L@ wmich.edu.  You may also contact the Chair, Human Subjects lustitutional
Review Board at (610)387-8293 or the Vice President for Research at (616)387-8298 it questions
or problems arise dunng the course ot this study.

Thanks agam: for participating in this research project.  As soon as the surveys are
collected from all parucipating agencies. the data will be summarized and analyzed. The results
and conclusions of tle rescarch will be shared with you at that time.

Sincerely,

Alan Paling, Ph.D
Professor. Western Michigan University

LecAnn Christian, N S
Doctoral Student, Western Michigan University
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Instructions/Procedures for the Distribution and Collection of Surveys

A. Option 1: At a Mandatory Staff Meeting or Inservice

1. At a regularly scheduled staff meeting or inservice, set aside approximately
30-40 minutes on your agenda in which you can distribute and coilect
surveys. When you reach that part of the staff meeting do the following:

a. Tell the staff that you will be reading them a script which describes the
purpose and procedures of a survey being conducted by researchers
from Western Michigan University.

b. Read the script as it is written and please repeat any or all of it if staff
request that you do so.

c. Prior to handing out the surveys, announce that an alternative acuvity
is being assigned for those staff who do not wish to participate i the
survey. If materials ar2 needed for the alternative activity, hand i~em
out to everyone at this time. Try to assign a reading or writing tzs= so
all staff will be engag:ng in a similar activity. Under no circumstanczes
should you ask staff ii they want to participate or not. Stzff shouiz not
be “singled-out” as paricipant and non-participants in the reszarch
project; participation 1s anonymous and voluntary. By pravidin: an
alternative activity, tha risk of coercion or pressure to pzriciczis s
reduced or eliminates This is extremely important!

d. Distribute the surveys to all staff. Remind them to read the infcrmed
consent paragraph on tha first page of the survey to insurs that sy
mest the inclusion cntana and to insure that ther cecisict to
participate is an informad one.

e. After the surveys are distributed, announce that staff shouid zlace
completed surveys in the collection envelope or box which s
{announce location)

f. Tell the staff it should take approximately 20-30 minutes to combolete
the survey.

g. After everyone who had chosen to do so has completed the survey,
place the collection envelope or box in a secure place until you s=2al it
and place it in the mail.

***NOTE: Option 1 is the preferred method. Although it requires 30-40 minutes

during a staff meeting or inservice, it is a shorter and less cumbersome
process than Option 2 which follows.
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8. Option 2. Separate Distribution and Collecuion Times

1. At a regularly scheduled staff meetng or inservice, set aside approximately
10 minutes on your agenda in which you can distribute surveys. When you
reach that part of the staff meeting do the following:

a.

-

Tell the staff that you will be reading them a script which describes the
purpose and procedures of a survey being conducted by researchers
from Western Michigan Univarsity.

Read the script as it is writien and please repeat any or all of it if staff
request that you do so.

Distribute the surveys to al! staff. Under no circumstances should you
ask staff if they want to pari:cipate or not. No staff shouid be “singled-
out™; participation is anonymaus and voluntary

Ramind the staff to read t-= informed consent paragraph on the first
paqge of the survey to Insurs :nat they meeat the :nCiusIon Cril2na ana to
insure that their gecisIon tc zarucipats 1s a8n Informesd ons

Tell the staff it should tar.z zpproximately 2C-30 minutes 3 comgiata
tha survey.

Aiter the surveys are d:is-ouied. announce inal siefi snould piac
completed survays 1n ==z collacuon envalcoe or TIx whicn
(announce location) by (due date).

n W

Al close of business on (due date}, place tne coilaction =nvelope or
box in a secure place until »ou seal it and place it in the maul.

**NOTE. Option 2 may be more difficult ang ime consuming because stafi might forget
about the survey, lose the survsy. or forget to piacs 1t in tha collection
envelope or box by the due date. If it 1s not feasible to implemant Option 1.
the following recommendations are made to simplify the process described in
Option 2.

1 Set a relatively close due date (i.e , one or two weeks).

2. Set a due date that coincides with another job duty or activity
in which staff are required to be in the office (e.g., pay day. next
staff meeting).

3. Piace the collection box in a highly visible area (e.g.. near staff
mailboxes).

4. Have extra copies of the survey readily available

5. Post a few notes around the office reminding staff of
the due date.
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SCRIPT

(To be read to stafl prior to distributing surveys)

You are invited to participate in a research project entitled, “Direct service staff perceptions of
the use of psychotropic medications in residential and vocational settings for individuals with
developmental disabilities™ This project is being conducted by Alan Poling, Ph.D. who is a Full
Professor in the Department of Psychology at Western Michigan University and by LeeAnn Christian,
M.S. who is a doctoral student in the Department of Psychology at Western Michigan University. The
project has been approved by the Human Subjects Institutional Review Board at Western Michigan
University.

The purpose of this research is to survey direct service staff in several residential and vocational
settings throughout California and Michigan to determine their perceptions, knowledge, and opinions
regarding the use of psychotropic medications (e, haldol, thorazine) to treat the behavior problems of
individuals with developmental disabilities. Staft’ from a variety of residential and day services will be
surveyed. Only full-time direct service statf. whose primary responsibility is to work directly with
individuals with developmental disabilities, arc cligible to participate in the survey. Another purpose of
this project is to fulfill LeeAnn Christian’s Doctoral Dissertation requirement.

Many individuals challenged by developmental disabilities are prescribed behavior-modifying
medications as 2 method for treating their problem behaviors. This project will attempt to determine the
following: (1) the acceptability of using prescribed medications to treat behavior problems in
individuals with devclopmental disabilities as viewed by direct service staff, (2) the current methods
being used by agencies to assess the cffectiveness of prescribed medication; (3) the amount of
involvement direct service staff have in decisions regarding the use of behavior-modifying medications
with the individuais they serve, (4) the traiiing arovded by agencies to their direct service staff, and (5)
the need for further staff training in the use and assessment of behavior-modifying medications.  After
the rescarch projoct is camiplated, the reaulty .l Be shared with all agencies that participated in the
survey. The researchers are also planning to use tire results to design and implement a comprehensive
statttraining program on the use of psychotrapic medications

Your participation in this project cen: completing 2 39-item survey and returning it to the
collectivn envelope or hox.  Participation s monvmous and volumary. It you choose to participate,
carcfully read the informed consen: para ~on the first page of the survey.  Placement of the
completed survey i the collection env s obon ts viewed as giving your consent to include the
information in the resuits o this research :

Please remember, thiss is not g - that veu Bas e to complete as part of your regular job
duties. You have the right ot to participaiz  Choosme not to participate will have no impact on your
employment status [ after reading throusi ibe senvzs . you choose not to participate, please work on
(announce alternative task and hand oot materials to alf stafl if applicable). [f you chose to
participate, but feel uncomiortable answening pasticular questions, you have the right to skip those
questions. You also have the right to wiisdries trom pasticipation at any time while completing the
survey 1 you would like to withdrin, do net piace sour sunvey in the collection envelope or box, and
begin working on (alternative task)

At this time, T will hand out the sutveva Remember to read carelully the informed consent
paragraph on the first page belore deciding wiether you would like to participate in this project. [fyou
choose to participate, please place your compucted wirvey in the collection envelope or box which is
(announce location)
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Gl -t A tn s S o 6y

Depanmuent ot Psychororgy

Kalamazoo, Michvgan 49008-5052
616 387-4498

PERSONS WITH DEVELOPMENTAL DISABILITIES

ilie purpose ot this study is to survey direct service stafY :n residzntial and vocational settings in California and
Michigan 1o dztenmine their perceptions. hnowledge. 232 opinions regarding the use of psychotropic (behavior-
amodifving) mancations to treat the behevior probler:s of individuals challenged by developmental disabilities.
Another purpose of the project is fulfill LeeAan Chiristan’s Doctoral Dissertation requirement.  Qaly full-time
Jdirect service stats, wiose primary responsibility is to wors directiy with individuais challenged with dzvefop l
disabilities. are clizible to participate in the study.  Your paruicipation in this study is voluntary and anonymous. and
it entatls completing 3 39-item survey which is estimated o 1ake 20-30 minutes to complete. To insure anonymity.
vou will NOT be ashed to provide vour name or the name of the agency in which you are employved. After
commpletiny the survey. vou will be asked to place it in 2 coilection envelope or box. Anonymity to all participating
agencies and therr statt is also insured by pre-stampinz 2na pre-addressing the collection envelope or box with the
rescarchers” address.  The director of your agency wili s2al the collection envelope or box and will piace it in the
mal. Upon receipt of completed surveys, the researchers will identify the state from which the surveys were
retumed by looking at the postmark on the collection envelope or box {the envelope or box then will be destroyed).
The surves s wilt be coded by state (CA or Mi) and will b2 tiled onty by state code to insure that a particular survey
cannot be traced back to a specific agencey or individual. Participation in this study is strictly voluntary. It is not an
assignment that you have to complete as part of vour reguiar job duties. You nave the right NOT to participate.
Choosing not to participate will have NO impact on your emoloyment status. [f, after you read this, yvou choose not
to participate. ‘ou can dispose of the survey. [f you choose to participate. but begin to feel uncomfortable
answering particular questions, you have the right to skip those questions or to withdraw from the study. If you
want 1o paruicipate, but choose not to answer all the quesiions, place the partially completed survey in the collection
envelope or box when you are finished. If vou choose to withdraw, dispose of the survey. Placement of a survey in
the collection envelope or box is viewed as giving consent to include the information you provide in the results of
tlus research project. The participants may contact Alan Poling. Ph.D. 2t (616)387-8328 or LeeAnn Christian, M.S.
at (616)387-8331 if questions or problems arise during the course of this research project. The participants may
also contact the Chair, Human Subjects Institutional Review Board at (616)387-8293 or the Vice President for
Research at (616)387-3298 if questions or problems arise during the conrse of the study.

If you choose to participate in this study, the survey begins on page 2.
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SURVEY CONCERNING DRUG THERAPY FOR

PERSONS WITH DEVELOPMENTAL DISABILITIES

Sex (circle) M F

L

i~

4=

o
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Circle your current role:

residential direct service staff vocational direct service staff both
Circle all that apply to the agency in which you arc empioyed:

residential program scrves adults

vocational/day-activity program serves childran

Age: (Check one)

o Y-25ycars IR 2 £ 51

2630 L 36-50

— Nas 5155
36-30 56+

Racial/Ethnic Group: (Check one unless you are muiticultural, then check all that apply.
(optional) For this question, you are muiticuftural if you have parents from more
than one of the broad racial/ethnic categories listed below)

White. non-Hispanic Asian or Pacific Islander
Black. non-Hispanic American Indian, Eskimo, or Aleut
Hispanic Other

Level of educauon: (Check one)

some high school undergraduate degree
high school diploma some graduale courses
some undergraduate courses graduate degree

If you have a college degree, what was your major?

For how manv vears have you worked with individuals with developmental disabilitics?
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In this questionnaire the term “prescribed drugs” is mcant to include these drugs:

=
b

Major tranquilizers (c.g., Thorazine, Mellaril, ftaldol)

Miaor traaquilizers (e.g., Valium, Librium)

Antihistamincs (e.g., Vallergan, Atarax)

Antidepressants (e.g., Tofranil, Elavil)

Stimulants (e.g., Ritalin, Dexedrine) -
Anticonvulsants (e.g., Tegretol, Depakene) but onlv when used for hehavior control
{nat cpilepsy).

pe

mp e

7. Arcyeu currently working with consumers who are taking prescribed drug(s) to treat behavior problems
or b & vou 1n done so in past year?

Yes If yes. how many consumers?

No

Please circle anc for cach itenr.

8 In gereral.  believe it is acceptable to use prescnibed drugs/drug therapy (o treat belun tor problems...

Not Never Scldom Occasionally  Usuaily  Always
Applicable
a.  with adults with 0 1 2 3 3 5
developmentat disabilities
b. with children with (/] L 2 3 3 s
developmental disabilities
¢.  with individuals with 0 § 2 3 3 5
developmental disabilitics who
cannot choose treatment for
themscives
d. with individuals with 0 1 2 3 4 5
developmental disabilities
who are in life-threatening
situations (c.g.. severe seif-
injurious behavior)
c. after all other treatment 0 3 2 3 4 5

options have been exhausted
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9. When it is suggested that anc of the consumers in your agency should be tried on drug therapy, who
usually recommends this approach?

Not Never Seldom Occasionally Usually Always
Applicable
a. Physician/Psychiainst 0 1 2 3 4 5
b. QMRP 0 1 2 3 4 5
¢. The Interdisciplinary Team 0 1 2 3 3 5
d. Psychologist 0 1 2 3 3 5
c. Parcats 0 1 2 3 4 5
f.  Social Worker 0 § 2 3 4 5
g. Director of Residential Service 0 1 2 3 3 5
. h. Director of Vocauonal Service 0 I 2 3 4 5
i.  Dircct Service Seaff 0 ! 2 3 4 5
j.  Other«Speaify} 0 i 2 3 4 5

10. When diszontinuation of preszribad drugs is suggested for a consumer in yeur agency, who usually
reconunends this change?

ot Nxver Seldom Occastonafly Csually  Always

Applicabl:
a  Physician/Psychiatnist ¢ t 2 3 + 5
b, QMRP - t 2 3 4 5
¢ The fwierdiscipiznan Taun ot 1 2 5 4 3
d. Psvcholoyist " i 2 3 4 3
<. Parcms ) 3 2 3 4 3
L Social Worker " i 2 3 4 5
2 Casc Manager " 1 2 3 4 3
h. Dircctor of Residential Seice 0 17 2 3 ) 5
1. Director of Vocational Samace D] 1 2 3 4 5
j Dircet Service Staff ] 1 2 3 4 3
k. Other (Specify) 0 1 2 3 4 5

{1. Some conunon types of behavior prablems and affective disorders are listed below. We would like to
know what types of disorders or problems most commonly lead to drug treatment.

Not Never Seldom Occasionaily Usually Always
Applicable

a.  Acting out (irmitability. shouting. 0 1 2 3 4 5
temper tantnums)

b.  Aggression to others or 0 i 2 3 4 5
propeny damage

c. Social withdrawal (isolation 0 1 2 3 4 5
from peers)

d. Hyperactivity (restlessness, 0 t 2 3 4 5

trouble paying atteation. inability
to sit stilf)

¢ Anxicty plus physical aguation 0 1 2 3 4 s
f. Depression, sadness 0 { 2 3 4 5
g. Declusions, hallucinations (1] t 2 3 3 s
. Self-injurious behavior 0 ! 2 3 1 S

- ' " 1 4 5

Re . . .
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12. For the same prablems as above, to what extent should behavior management techuuques be attempted
before a drug treatment is implemented?

Not Never Scldom Occasionally Usually Always
Applicable
a.  Acting out (irritability, shouting, 0 1 2 3 4 5
temper tantrums)
b. Aggression to others or 0 i 2 3 4 5
property damage
c. Social withdrawal (isolation 0 1 2 3 4 5
from peers)
d. Hyperactivity (restlessncss, 0 3 2 3 K 5
trouble paying attention, inability
10 sit stitl)
¢ Anxicly plus physical agitation 0 i 2 3 3 3
{  Dcpression, sadncss 0 1 2 3 4 s
g. Delusions. hallucinations 0 1 2 3 Y 5
h.  Self-injurious behavior 0 I 2 3 3 5
i.  Anydiagnosed psychiatric 0 1 2 3 4 s
disorder
j-  Other (Specify) 0 { 2 3 K

13. For the sune problzm:s as above, 12 what extent do you see behavior management tezimiques as 3 suntable
alternative to drug tremtinent?

Not Never Scldom  Occasionally  Usually  Always
Applicable b
a.  Acting out (irritability, shouting. 0 1 2 3 3 5
temper Lantruns;
b. Aggression to others or 0 1 2 3 4 5
property damage
c. Social withdrawal (isolation 0 § 2 3 4 5
from peers)
d. Hyperactivity (restlessness, 0 1 2 3 4 5
trouble paying attention, inability
to sit still)
¢. Anxicly plus physical agitation 0 { 2 3 4 5
{. Dcpression, sadness Q 1 2 3 3 5
g Dclusions, hallucinations 0 1 2 3 4 s
h. Self-injurious behavior 0 i 2 3 4 ]
i. Any diagnosed psychiatric 0 1 2 3 4 5
disorder
j- Other (Specify) 0 i 2 3 4 S
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14. For the same problems as above. to what extent should behavior management techniques be combined
with drug treatment?

Not Never Scldom Occasionaily Usually Always
Applicanle
a.  Acting out (irritability. shouting, 0 i hd 3 4 s
temper tantrums)
b. Aggression to others or Q 1 2 3 4 s
property damage
¢. Social withdrawal (isolation 0 I 2 3 4 5
from peers)
d. Hyperactivity (restlessness, [t} 1 2 3 4 5

trouble paying attention, inability
to sit still)

¢. Aanxiety plus physical agitation U 1 2 3 4 5

{.  Depression, sadness [4] ! M 3 4 S

¢ Delusiouns, hallucinations 0 1 M 3 4 5

h.  Self-injurious behavior 0 1 2 3 4 5

i.  Any diagnoscd psychiatnc Q t 2 3 4 s
disorder

). Other (Specify) [ ! M 3 4 S

For questions 15-18, we arc interested in the way chaages in medication sce currentlv being
assessed in the apgency in which you wark. and. alw, haw you think they shuuld be assessed in the
hest of all paossible worlds.

15, Please rate the following types of asscssmazt ::: tarms of thair rurrent mflucnce on decisions relating to
medication of CONSUIMCTS 10 your Agency.

Not Never Scidom Occasionally  Usually  Always
Applizabic

a.  Global impressions (overall a t 2 3 4 5
subjective estimate about behaviar
by parents, doctors, or others)

b. Infonmnal diary of behavior 0 I 3 3 4 5
(c.g.. casc notes, narratives)

c. Bchavioral obscrvations 0 t l 3 4 5

d. Rating scalc of social behaviors 0 1 ) 3 4 5

¢. Standardized tests (c.g., IQ, 0 1 2 3 S 5
personality)

f. Rating scalcs for psychiatric 0 1 2 3 4 s
disorders (c.g., for depression)

g. Other (Specify) (4] 1 2 3 4 5
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16. In the idzal situation, with plenty of staff and resources, what methods do you think should be utilized for
making decisions about medication?

Not Never Scldom O:asionally Usually Always
Applicable
a. Global impressions (overall (4] 1 2 3 3 5

subjective estimate about behavior
by parents, doctors, or others)

b. [nformal diary of behavior 0 1
(c.g.. case notes, narratives)

+
[
'
v

¢. Bchavioral observations (] t 2 3 4 s

d. Raung scale of social behaviors 0 1 2 3 3 5

c. Standardized tests (e.g., [Q. 1] 4 2 3 4 5
personality)

f.  Raung scales for psychiatric 0 I 2 3 4 5
disorders (c.g.. for depression)

». Other (Specily) 0 { 2 5 4 3

17. At present who gencrally decides which assessments should be unden2:.zn for making decisions about
medizaiion”’

Not sNover Scidom ¢ cmsionaliy Usually Alwms

Applicable
2 h sictaryPsychiatrist 1] 1 3 3 1 3
o Q.IRP 0 1 2 3 K s
¢ Theinterdisciphinan Team 0 { 2 3 3 3
d. Psvchologist 0 1 2 3 N s
N arents 0 t 2 3 k3 N
¢ Social Worker [\} § 2 3 + 3
g Cas¢ Manager 0 t- 2 3 4 3
h  Darector of Residential Service 0 t 1 3 3 5
1 Durcctor of Vocational Service b} 1 1 3 3 s
3} Duirect Service Staff [4} I 2 3 3 3
k. Other (Specify) 0 1 2 3 4 3

1S. In the deal situation, who should decide which assessments are to be uadertaken fur making decisions
about medication?

Not Never Scldom Gmeasionatly Uswilly  Always
Applicable
a. Physician/Psychiatrist 0 1 2 3 3 5
b. QMRP 0 H 2 3 4 3
c. The Interdisciplinary Tecam 0 I 2 3 4 5
d. Psychologist 0 1 2 3 4 5
c. Parents 0 1 2 3 4 5
f.  Social Worker 0 l 2 3 4 5
g. Case Manager 0 t 2 3 4 s
fi. Director of Residential Service 0 t 2 3 4 5
i. Dircctor of Vocational Service 0 1 2 3 4 5
j.  Direct Service Stafl 0 [ 2 3 4 3
k. Other (Specify) 0 1 b 3 4 s
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19. {fa consumecr is on medication:
a. [s his/her behavior assessed for drug effects? Yes No

b. [fyes. how often?

Weekly Annually
Monthiy Every 2-3 years
Scii-Aanually Other (Specify)

c. Who carrics out the assessment?

Physizian/Psycluatrist Psychologist
Direzt service stk fmerdisciplinary Team
Cas: Manager Other (Speaifyy
Nurse -
20 To what extent 30 vou believe the followmng ovcur as side-ctiedts ot presendd muzdications so conunonly

that they detract from the bensficial eifects of the druys?

Not Never Scehdom Occasozalive Usually  Always
Apphicable -
a  Tiredness. scdation il { k2 : 4 3
b, Marked waoight changes 0 ! 2 E ) 5
¢ lnterfzrence wath learming 0 I )3 3 4 5
d. Skin reactions 0 ! 2 3 3 5
¢. Behavioral irnitation 0 1§ 2 H K3 5
. Excitability 0 1 2 : 3 3
s Depression. sadness 0 1 2 3 3 5
h.  Motor probl2mns beginming 0 ] 2 3 3 3
with onset of treatiment (extra-
pyramidal symptoms, ¢.g..
parkinsoman reaction)
1. Long term motor problents 0 i 2 K 4 5
(more than 3 moaths, ¢.g.,
tardive dyskincsia)
j. Dry mouth 0 1 2 ] 4 3
k. Changes in attention span 0 1 b 3 4 5
. None (1] I 2 3 4 s

n;x. Other (Specify)
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21

Preservice Training: Check the amount of instruction/training about prescribed drugs/drug therapy you
have received as part of your formal training at the agency in which you are currendy employed.

Too littlc
Just right
Too much

22. Preservice Training: Chack the aunount of instructiow/training about behavior management techniques
you have received as part of your formal training at the agency in which you are currently employed.

Too little
Just right
Too much

23. I[nsenice Trumng:  Check the cmount of instruction/tratning about prescrided druys/drug therapy you
have received 1o tnservice trasmzi: 2t the azency m winch sou are currently employed.

_ Toolittle
Just right
_____ Toomuch

24. Inservice Training: Check the aumount o instniction/traininy about behavior manageinent techniques you
have received in inservise tratming at thie agency in winch you are currentiy empioved.

___ Toolittle

Just night

Too much

25. Would you like to receive additional inservice training regarding drug therapy as it relates to your
consumers?

Yes

.

No

26. Would vou like to receive additional inservice training regarding behavior management techniques as it
relates to your consumers?

Yes

No
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27 Ifvouanswered yes to item 25 or 26, specify what form this insenvice training should take.
Warkshop
Inservice Lecture

Continuing Education Course

Other (Specify)

28, How nccessary is continuing inservice education about drugs/drug therpy for direct service staff who
serve persons with developmentat disabilities?

Not at all necessary
. Necessany
Extremely necessary

Other (Specifi)

1Y Rank order the three most vital topics regarding drue thentpy that vou wish vou could lesirn about in an
mservice program (1 =most important. 2=s2cond. 3=third)

AGgor climeal dications

Side effects

Drug mtcractions

Loeal issuss

Basic mcchanisms of drug action
Drug withdrawal cffects
Alternatives to medication
Assessment of drug clfects
EfTects of drugs on behavior management techniques

Other (Specify)

). Does your agency have a policy on drug therapy (i.c.. prescription druys)?
Yes

No

If ves, please state the policy:
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Not Never Scldom Occasionally Usually Always

Applicable
31. Do you think you as a 0 1 2 3 4 5
direct service staff should be
involved in discussions about
beginning, changing, or discontinuing
medications for vour consumers?
Not Never Scldom Occasionally Usually Always
Applicable
32. Are your vicws taken into 0 i 2 3 3 5
account before vour consumers”
medication is begun, changed. or
discontinued?

33. How oftcn docs yvour agency communicate with other agencies or individuals (c.g.. restdential or day
programs. parcnis. guardians) when tssucs arise regarding your consumers” medication regunen?

Not Never Seldom  Occasionaliy  Usually  Always
Applicable
a. \When a new medication is 0 1 2 3 4 35
prescribed
b. When a medication change 0 1 2 3 3 5
is made (c.g.. dosage)
c. When a medication is ] l 2 3 1 s
discontinucd
d. When a problem is noticed (U 1 2 3 4 3
(c.g.. side effects. changes in
behavior)

34. How often do other agencics or individuals (c.g.. residential or day programs. parcnts. guardians)
communicate with your agency wihen 1ssues anise regarding your consumers’ medication reginen?

Not Never Seldom  Occasionally  Usually  Always
Applicable
a. When a new medication is 0 1 2 3 3 5
prescribed
b. When a medication change 0 1 2 3 3 N
1s made (¢.g.. dosage)
c. When a medication is 0 1 2 3 4 5
discontinucd
d. When a problem is noticed 0 1 2 3 4 5
(c.g.. side effects, changes in
behavior)

35. Are you consuited by the doctor/psychiateist regarding the medication of your consumers?
Yes

No

If no, is somcone within your agency consulted (i.c.. supervisar, director)?

Yes (Specify title)
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36. Do you consult with the doctor/psycluatrist regarding the medication of your consumers?

No

{f no. do vou consult with somcone within your agency who, in turn, docs so?

_ Yes (Specify title)

No

37. Who administers prescribed medication if a consumer in your agency has to take medication?
___ Dircet service staff
_ . Nurse

Consumer scif-adminisicss hisher own medication

Other (Specify)

ted
<%

if' sou controiled the way prescribed drugs are administered ta cansumers i s =0 ageacy. wlut changes
ufl any) would you make? Be as specitic as possibie and please write clearh

39 Any additional comments you would ltke to make?

Please return the survey to the collection box or envelope.

Thank you for participating!
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Sample Data Sheet and Coding Instructions
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)s CODES

Q3ad | O = | 2 i | S 9=
not newvel seldom oecason | wsally always | missing
applicable -ally

Q34a-d |0 = | = 1= is 4 5= 9=
not nevel seldom oceasion | usually | always | missing
applicable -ally

Q352 |0= I = RS
yes no i

Q35b | N/IA = 0= = Y = missing if coded
coded 0 on | yes o I on Q38 and noi

Q380 N freoredin Q¥Sh

6‘“.! 0 | "

- yes W B UL 11U = e

Q30h NIA - i+ 1 9 s amissmg il coded
ifcaded v | ves o 1 an Q30 iund ot

e Qiea e in Q iol

wir T ] 2 ]
duect e COnEsIE ’ oilie
VAN NS wlls

S 151711 NN DU WL TR N R B

Q38 (R U
answered | missinge

NOTE:;

For afl items with a space Tor writesing (e.g., Q9j, QI0K), cadbe it and place s * neat to the code to indicate that there
is a write-in, Far example, it respandent civeles 3 for Q95 and weites in “nurse” , you wonld code it 3, We will input write-
fns in o sepavate file for now, Alter collecting all the surveys, we'll see if there are similar nnswers across surveys, If there are,
we'll prohably add columns to the spreadsheet accordingly, If s response to an item is uninterpretable (e.g., more than 1 item

vircled, can't resdd coanment), code it as 99,

L6



Appendix F

Mean Ratings and Standard Deviations
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10
13
14

19

22
23

28
31

34

43

53

103

Write-in Answers on Surveys
Ordered by randomly assigned survey numbers
(spelling and grammatical errors were not corrected)

19.c. QMRP

27. client relations

35.b. supervisor

36.b. supervisor

19.b. daily

30. given as ordered by MD - recorded daily
35. area manager

36. arca manager

" high school diploma; didn’t finish survey after Q13

38. be sure that all other possibilities have been exhausted before administering drugs
30. I do not directly participate

5. MAA

30. I can’t she said ves

35.b. Larry supervisor

38. I would use as little as possible

5. liberal arts

35.b. director

36.b. director

19.b. unknown/varies

35.b. supervisor

36.b. supervisor

37. sometimes

5. child development

35.b. home coordinator/assistant

36.b. assistant

5. psychology

35.b. manager

36.b. manager

38. educate direct service staff on the types of medications and the effects. Better
communication between all caregivers so that behaviors are anticipated prior to prescribing
medication

19.c. parents

30. must be approved by ID team must be assessed quarterly by HR committee
35.b. RN/QMRP

36.b. RN

9.j. vocational staff

10.k. vocational staff

27.k. vocational staff

18.k. vocational staff

19.b. semi-weekly, weekly, and monthly for some

30. that behavior mod techniques be tried to the ground until all hope is lost before drug
therapy

37. parents when visiting home
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60
62

64

69
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w

38. I would investigate any alterior motives ie: is it the home coordinator or other staff that
may just have a personality conflict pushing for the medication I would have meds in dosage
interval packages and dated so theft of drug would be noted.

39. I generally fell using meds for behavior mod is confused with behavior control. Butina
present situation, the use of psychotropics for a consumer I work with has surprisingly eased
tempers, allowed this person to calm quicker and have time to decide the consequences of
aggression to objects/others and is more pleasant.

38. Make sure everything is explained in detail about meds and the side effects and changes
also how to administer prescribed drugs.

19.b. daily

some high school; didn’t finish survey after Q9

5. psychobiology

35.b. possiby supervisor

36.b. senior/supervisor

37. parent

20.m. benefits usually outweigh risks

35.b. home coordinator; asst. home coordinator

- 38. More info on each drug. Med counts between shift. Signout’s for controlled substances.

Less assess to med cupboard (only med passer having key).

30. med count, and med times, and 2™ check meds

36.b. home manager

38. If I could change it I wouldn't give them any drugs unless it was a life or death situation.
But if needed it will be done.

39. Yes, I think you should have these surveys and more often. Good luck with your studies.
I hope it would help all direct staff workers and consumers.

35.b. case manager/nurse

36.b. case manager/nurse

30. when drugs are administered (@ program it is properly logged and given @ appropriate
times

35.b. reg. dir./area manager

36.b. reg. dir./area manager

29. all the above

36.b. as a day program I would consult with the residential program

38. I believe in a team approach. [ appreciated it when the doctor/psychiatrist listens to direct
care staff (the people who know our consumers best) and take time to explain reasons for
medication as opposed to other treatment, and side effects.

39. The consumers I work with in this program appear stable, there have been no reasons to
be concerned about meds or med changes. But in the past, as surragate mother for 6 children
appreciated the doctor/psychiatrist who truly cared about our consumers and allowed me to be
involved in the decision making process.

13. depends

19.b. don't know

33. unknown

34. unknown

5. sociology

19.a. I am unaware of what is assessed when considering drug effects

35.b. occasionally

36.b. hardly ever. only if vigorously pursued

38. Prescribe drugs only after all behavior modification has been exhausted.

39. Drugs are prescribed far too often. As direct care staff, I am never involved in that aspect,
and I think that’s a gross error on the part of other direct care staff.

5.pe.

19.b. not sure how often
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99

103

116

119

122

129
130
140

148

154

157

158

105

35.b. supervisor

36.b. case manager

5. sociology

35.b. supervisor

36.b. supervisor

37. home staff

35.b. case manager

36.b. case manager

30. We do not administer prescription drugs

36.b. occasionally manager/director

38. close monitoring of behavioral changes which affect mental performance/job related
performance

19.c. employment training specialist

30. no drugs are administered without a doctor’s note

39. our agency requires updates on medication every 6 months

19.b. doctor visits

30. side effects and possible behaviors are shown to the supported staff in case of 911

- 36.b. parents

37. family

38. [ may not be so quick to prescribe dangerous drugs without thorough evaluation first
38. I would like better control as far as our agency being notified of our consumers current
meds or changes in meds for safety purposes

35.b. supervisor

36.b. supervisor

some undergraduate courses didn’t finish survey after Q20

5. management

19.b. quanerly

37. home care provider

5. psychology

35.b. case manager -informed no one consulted

5. philosophy

35.b. supervisor

36.b. supervisor

37. doctor

38. will consult with doctor

39. more relationship with parents/careprovider and doctor

5. psychology

35.b. manager

36.b. manager

38. I would first make behavior assessment on the individual. Providing that no other
therapy would benefit the consumer (behavior modification, art therapy, gestalt therapy, etc.)
then further assessment should occur; administered drugs

39. I'm against any type of drug unless it is necessary

5. psychology

17. don’t know

19.b. don’t know

35.b. manager

36.b. manager

38. more drug information available to the staff - especially about meds taken at home, not
during direct service hours.

5. accounting
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166
170
174

177
178

179
183

184

190

199
204

205

206
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38. due to drug interactions I feel the person administering medication should sign for them
and be held responsible for consumer taking it at the right time. I do not feel headache relief
medicine should be administered unless caregiver is notified.

5. psychology

30. behavioral management committee( BMC) - dd taking psychotropic drugs for behavior
management

37. home provider/parents

5. sociology

30. before any prescription drugs are prescribed an assessment on indiv must be done

30. to prompt consumers to take medicines cormrectly what the doctor has told them

5. AA - general

30. prot. and checklist, casefile

37. group home

36.b. supervisor

19.b. depends on what drug

19.c. not sure

35.b. nurse

36.b. nurse

38. Our consumers see a doctor they don’t even know except for their 3 month checkup. So I
would like to see the doctor be more involved in consumers life.

39. some questions were confusing the way there were written

5. psychology

5. psychology

35.b. coordinator

36.b. coordinator

19.b. varies

35.b. home coordinator

37. if in behavior plan

38. Reduce the amounts of adverse effects of some psychotropes to reduce fatigue and
encorrage more activity

h.s. diploma didn't finish survey after Q10

19.a. don’t know, not being informed from home

35.b. don’t know

36.b. program director

39. it would good to have regular interactive conference among direct care staff and home,
doctors, mainly to focus discussion on medications

30. we administer those drugs prescribed by the home agency

35.b. program manager

36.b. program manager

38. changing doses more slowly and consult with those who directly work with the individual
19.b. seems to rely on anectotal infor/troubleshooting - no formal protocols have been
abserved by me

19.c. usually a combo/often in response to direct staff reports

30. only authorized personnel Ph.D/M.D./psych make any changes regarding

33. unknown by me

34. unknown

35.b. unknown but I reasonably suspect there is

36.b. supervisors

38. train direct service staff regarding meds (effects, side effects)

35.b. supervisor

30. speak to psychiatrist first

35.b. director

36.b. manager
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214 35.b. director

216 36.b. assistant home coordinator
38. they are adminstered fine
39. As direct care staff I feel it is my job to monitor behaviors of residents which may resuit
from drug/behavior therapy. But I do not feel as though ['m an educated enough about
medication to give suggestions or recommendations of prescribed drugs.

220 38. to give them as small a dose as possible

226 19.b. daily
30. in service

227 38. making the staff make observations after meds are administered. maybe try more
behavioral techniques, use a placebo to wee out the actual medication

232 5. psychology

235 5. medical technology
37. residential staff
38. only used if absolutely necessary. Kept to minimum seek alternatives

237 36. activity therapist

248 35.b. director
36.b. director

283 38. suggest to physician and parent

258 35.b. home coordinator
36.b. home coordinator, asst. home coordinator

263 5. psychology
didn’t finish survey Q16-38
39. I would have loved to help you with your survey, but a 12 page survey is a bit excessive.
Also, it is hard to concentrate on 10 part questions when [ have 6 developmentally disabled
clients being noisy and displaying maladaptive behaviors.

273 5. fire science

274 19.b. unknown
35.b. director
36.b. director
38. only let qualified person do it

275 5. creative writing

277 5. sociology
30. the policy at the company I were at is, is to if it helps the client and he/she ison a
behavioral management program in addition to drug.
35.b. executive director
36.b. executive director
38. I would not currently change the system of administrating the drugs, but I would use the
input of every staff that is working with these individuals. Plus more education on the
medication.

278 30. service team approval
38. To give as little as possible. Sometimes [ feel some of our residents have been held
responsible for behaviors they showed in the past as long as Syrs or longer and it sticks with
them so medication does to.

279 38. before any changes are made there should be contact with all the people that are close to
the person on a daily basis and have all noticed changes

283 5. communications

287 5. sociology
35.b. not sure
36.b. not sure

288 36.b. home coordinator

293 didn’t answer Q11-30
39. The questions were very hard to follow. [ felt that they were leading and too wordy.
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295
296

298

301

308

309
313

34
316

319

321
322

331

332

108

Sometimes I didn’t understand what was being asked of me so I couldn’t answer many
questions. It seemed to me a lot of questions were repetative and unrealistic. [ am in no way
uneducated about the clientelle I serve and these questions seemed redundant.

19.c. parents

5. psychology

35.b. supervisor

37. caregiver at home

38. the dosage and getting more information on the product for side effects

5. business

19.b. varies by consumer and med

35.b. nurse

36.b. psychologist

38. the psychologist seems to be the oniy one listened to at med reviews - even if he/she
hasn’t seen the consumer or know about what their actual behaviors are - direct care staff is
not listened to very much and our opinions and observations are often not solicited. We are
sometimes not allowed into the med reviews - direct care staff, the people who actuaily work
with and see the consumers everyday should be given more input into medications.

- 36.b. supervisor

37. doctor

38. consult with doctor

39. doctor and psychiatrist, and consumers work together

30. all clients shall be free of chemical restraints

37. FM, QMRP

39. Please increase staffs salary — we love our job but are very underpaid

38. more input from direct care staff since they are with them most of the time

5. social work

19.b. every 2-3 months with psychiatrist, weekly by direct staff

19.c. sometimes (written by psychiatrist & ID team)

30. close monitoring if person with DD is prescribed med for behavior i.e. behavior
management team. Justification, documentation of need, frequent 2-3 months reassessement
of need

38. When a consumer is physically aggressive towards others. [ feel medication is justified to
stop aggression. However behavior plan should be developed and med decreased as quickly
as possible. Hurting others should not be an option. i.e. injuries continue as behavior plan is
being experimented with.

39. I think our agency does a good job. Prescribing psychiatrists use lowest doses and length
of treatment that they feel is possible. They are always looking to use less medication.
36.b. director

S. psychology

19.b. don’t know

35.b. executive director

36.b. program manager

38. for the direct service staff to be more involved with medication change and side effects
because we see what occurs to the consumer

5. secondary education

36.b. supervisor

36.b. supervisor

5. psychology

19.c. residential staff

30. too lengthy

36.b. senior

30. community care licensing

35.b. program manager
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36.b. program manager
333 5. biomed
35.b. home coordinator
36.b. home coordinator
38. not educated enough in these matters
334 h.s. diploma didn’t finish survey after Q14
337 30. state side effects, the effects
38. Whoever passes medications should be qualified to pass prescribed drugs, give client less
dosage as possible so client is not in their own world.
39. [feel any staff that is sick or has doctors excuse they should not use the point system
against the staff that [agency name] is currently using to punish staff who calls off sick who
has a doctors excuse I feel it is unfair to staff and clieats.
341 38. None — I would because it’s left up to the doctor
358 35.b. careprovider
36.b. careprovider
359 38. board and care homes are doing a fairly good job at this task now. no changes
369 3. health education
- 30. policy book being rewritten at present
35.b. supervisor/manager
37. family, occasionally
38. educate more
370 35.b. supervisor
371 35.b. nurse
36.b. nurse
372 19.b. varies
27. unknown
38. no changes
373 5. social welfare
19.b. depends on behavior, individual
19.c. in cooperation with parents under instructions of physician
28. especially to those who work with persons on medication
35.b. program supervisor
36.b. contact person
375 5. public admin
378 35.b. assistant home coordinator, home coordinator
36.b. assistant home coordinator, home coordinator
383 27. bi-monthly inservices/updates
30.b. unsure as to specifics
35.b. assistant home coordinator
36.b. assistant homecoordinator
38. Side effects, drug interactions would be explained as well as exact reason for med.
388 19.b. daily
391 5. social psychology
35.b. home coordinator
397 5. psychology
19.b. depends on psychiatrist evaluation
400 37. home/group home
403 35. b. case manager/psych
38. before prescribing a drug, the doctor needs to-have a serious consultation vs. 3 min.

406 5. journalism

38. would require behavioral data to be collected to determine if drug therapy would help
407 30. we do not administer drugs

35.b. program manager
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414

416

417

419

420
424

425

428

134

440
445

447

448

449

456

36.b. program manager

5. health science

38. I never administered prescribed drugs to consumers in my agency. If I do, I just followed
the directions from the doctor

35.b. records

38. no drugs will be taken in the day program

39. I think that drugs should be taken or given by a nurse or someone with medical
experience and training

5. psychology

37. residential direct staff

5. science

30. only the doctor can prescribe the drug and the RN follows through

35.b. supervisor/support coordinator

35.b. unknown

39. always alternative to drugs

30. don’t know

38. none

- 5. finance

30. all medication for consumers must be controlled and unaccessible to anyone except the
consumer and/or job coach. current emergency sheets on all consumers are required to denote
drugs, dosages, and times

38. all drugs prescribed for consumers should have side effects notes accompanying dosages
given to direct service staff (job coaches) for administering to consumers

S. vocational education/humanities

35.b. supervisor

36.b. supervisor

38. I believe all variable need to be looked at and have input from job coach directly working
with consumer

39. Didn’t have a clue what half of this ment or wanted

5. AA data processing

9. don’t know

10. don’t know

15. don’t know

16. don’t know

17. don’t know

18. k. individual themselves/ not sure otherwise

19.a.b.c. don’t know

20 don’t know

33.don’t know

34. don’t know

35.b. supervisor

39. Would like to know the reason for med and/or side effects and what kind of withdrawal
they may have so I could be better understand the effects it will have on their moods and/or
physical being and help them to deal with these things.

5. sociology

39. it’s easy to overgeneralize for these surveys. Obviously the use of medication for a
consumer should be situation specific

19.b. every so often

35.b. program manager

37. lead support specialist

35.b. parent/case manager

36.b. case manager

30. all clients shall be free chemical restraints
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37. Facility Manager/QMRP
459 5. law
36.b. supervisor
38. consult with doctor
460 30. Stated in service plan. approved by parents/guardian, approved by team
35.b. home coordinator
36.b. medication assistant
38. A registered nurse should be the one responsible for passing oral medications. [ believe a
two-day medication course is not enough experience for knowledge to pass medications to
consumers
464 5. business
didn’t finish survey after Q16
465 36.b. psychiatrist
466 5. history
35.b. QMRP, case manager
36.b. QMRP, case manager
467 5. psychology
469 . 19.c. consumer
38. would make sure what meds there taking and what there for
471 35.b. supervisor
36.b. supervisor
38. make the direct care staff involved with any changes with any thing as well as the
medication
472 35.b. records
38. no drugs will be taken in the day program
39. I think that drugs should be taken or given by a nurse or someone with medical

experience and training
480 30. agency prefers consumers not take meds during day program if at all possible
486 9j.all

10.k. doctor

17.k. all

38. would not have any resident on meds during his/her day program due to being loss,
stolen, overdose. if the resident has behaviors and is on meds would not take him/her off so
fast if they needed it or not needed it.
39. FYI. Being at my job for 5 yrs, people who care for residents sometimes have to find
other jobs due to the pay. also people who are sick should not be punished using the point
system. making sure the resident really needs to be on meds before getting an order for
himv/her
489 5. art/fine arts
35.b. nurse
36.b. nurse
38. clearly be aware of side effects and report
494 5. liberal studies/psychology
35.b. manager
36.b. manager
496 5. linguistics
502 15.g. psychiatrist opinion
18.k. home provider
19.2. aims
30. must be prescribed by a doctor
37. home provider
38. exclude family physicians from prescribing “behavioral™ meds
509 35.b. home coordinator
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523

529

337

538

539

545

547

36.b. home coordinator

38. [ would look more to direct care staff for important information regarding consumer’s
medication needs.

39. more training

19.c. all the above

35.b. supervisor

36.b. nurse

18 k. client if possible

19.b. if new med weekly and monthly then semi-annually

19.c. reviews case and quality of life and long term effects vs. natural herbs (next to
psychiatrist); imp and collects data (next to psychologist)

38. 1 would like to see every avenue taken to address problem first. If quality of life is not
good do to being out of control and not knowing how to regain good quality of life and they
can not get control them something or someone needs to interfere if for them

14.. if drug treatment has been mandated I believe it should always be hand in hand with
behavior management

9. IPP

10.k. IPP

11.j. IPP

14.j. prompting

15.j. prompting

38. need home to tell staff of medication effects and drug withdrawal effects

5. sociology

10.k. most of the time we won't know

11j. self talking

37. direct care staff eg; job coach. it is rare

38. care providers all other agency staff “should” notify or update in writing any changes in
consumer medication. we have a form we send to significant agencies usually they ignore our
requests they never retum it. some have said why you need to know, even after lot of
explanation.

5. psychology

38. inform day program staff. ask direct care staff for their input research all options

5. psychology

30. staff cannot give drugs but they can make drugs available (ex. lay pills on table)

38. [ would like to give the consumer medication they are prescribed instead of just laying
them on the table

39. I would like to give over the counter meds for headache and other minor ailments as
needed

36.b. supervisor if problem to group home staff

38. I would like to see behavior techniques utilized first. Also [ would like to have the
consumer monitored by a professional throughout the day. Behaviors change from home to
work. Drugs should not be given because a consumer “acts out” at home. He/she may be fine
at work.

19.b. esp. when med changes occur

30. my position does no require medication monitoring

37. group home staff

5. sociology

16.g. psychiatrist

35.b. supervisor

36.b. supervisor

38. to get a second opinion regarding any drugs to be prescribed by a psychiatrist

5. communication disorders

35.b. home coordinator
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556
558

559

562

568

571

574

581

582

36.b. home coordinator

38. direct service staff needs to have more input

38. meds should be updated with agencies on a regular basis via the parents or careproviders
5. public administration

30. prompt consumers taking medication as their doctors prescribed

S. psychology

35.b. senior

28. not that applicable to our consumers

39. no medications at my site that we administer or work in conjunction with

9. RN

10k RN

17.k. RN

18k RN

35.b. home RN

36.b. home RN

37. home manager and/or assistant manager

38. training/education of meds and side effects are understood by staff and management.

. Have in place a side effect checklist for daily use by staff, and to be reviewed by manager

daily, RN weekly. Have the home RN review medication more and her assessments. Review
each med monthly with staff (purpose side effects and problems noted)

39. I feel medications are serious and need to be monitored more by RN and staff need to
really understand the purpose.

5. sociology

30. Our agency requires a class on distributing meds which contains little information on
specific medication.

35.b. home coordinator

38. Offer a drug guide book that is complete and up to date. Offer classes if staff would like
to ask questions and get answers regarding their clients’ meds.

39. Questionl4. Some should be combined and some I feel behavior management techniques
don’t do the job unless you’ve got a lot of behaviorally trained staff (see the “seldom”
responses). Also you need to define QMRP.

30. med count and med times and 2™ check

36.b. home manager

38. Would really prefer not to pass drugs if at all possible. Don’t care for the responsibility.
But if [ have to, [ will and do.

39. yes, survey should be done more often. And I hope this will help all of DCWs and
consumers

35.b. administrator

37. consumer or parent

19.b. depends on drug and reason for prescription

36.b. home coordinator

38. Direct care staff need to become more educated on drugs, their effects, side effects.

5. psychology

15. I don’t know

17. I don’t know

19.b. I don’t know

33. I don’t know

37. caretaker

38. I would want the doctors or psychiatrists to notify the agency about medication changes
35.b. everyone

36.b. QMRP, nurse, and ps

38. [ would not give such heavy doses that they make the client sleep all day and miss out on
life.
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584
588
589
591

596

600

606

613

614
615

619

620

624

626

627

39. I believe that workshops for DTS on all levels should be taught on a regular basis because
consumers change just like we do.

36.b. area manager

35.b. case manager, supervisor

5. psvchology major; sociology minor

5. psvchology

19.b. not sure — not directly involved enough to know

35.b. case manager

36.b. case manager

39. I do not often become involved directly with consumers in relationship to drug treatment.
I often work really briefly with consumers and then someone else becomes involved. My
input is welcome however if [ have any.

35.b. activity therapist if it happens here

36.b. activity therapist

38. Watch the procedures. more things are to relaxed here. No one is responsible for med
book.

39. This was a good survey a little confusing at times and a little vague.

. 3. psychology

19.b. I don’t know

35.b. staff nurse

36.b. staff nurse

38. I wouldn’t make any changes in the way they are administered

5. psvchology

19.b. not by us

35.b. instructor

9.j.RN

10.k. RN

5. psychology

5. liberal ants

19.b. every 3 months

35.b. don’t know

36.b. case manager

38. ask for input from all people who care for or deal with the person - direct care staff,
residence. van driver, coach, job trainers, case managers, etc. Make it easier to get any
changes to people who need to know ( coaches and job trainers especially)

39. like to see closer monitoring of medication side effects, behavior changes and a whole lot
more communication of changes, etc.

5. sociology

19.c. day and night staff observe behavior change

35.b. manager or supervisor

30. Must take a course on medications before handling prescription drugs.

35.b. supervisor

36.b. supervisor

38. for the first month of a new staff passing meds [ would have supervisors so if they had any
questions about the med or the effect it could be answered or any other questions about meds.
It’s better to be familiar with the meds you are going to be passing to the residents then not.
39. I enjoyed taking this course and participating in any way [ can.

38. 1) better communication from doctor to staff 2) better in house communication 3) more
info about meds we give and what they are for

17.k nurse

19.c. QMRP, facility manager

36.b. nurse

5. fine arts
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629

631

632
638

641
648

650

651

6352

653

656

659

662

38. I lack the medical background to make these sorts of decisions for the consumers

39. There were several questions that I had to leave blank because [ have no way of knowing
the answers. but there was no place to check on the survey if the answer is unknown

5. psychology

19.b. none

37. parents

38. monitor the side effects, have the parents talk to caretakers regarding side effects

17. don’t know

19.c. all of the above

36.b. case manager

38. one person admin. all drugs certified

35.b. unsure

5. english/psychology

38. The use of alternative therapies not involving medication such as behavior modification
techniques, extinction, schedules of reinforcement, etc.

39. I would hope that the researchers understand how individualistic the human service field
has become and that this research will help to further understand how behavioral medications

. impact the lives of adults with disabilities.

36.b. supervisor

5. rehabilitation counseling

30. drugs are prescribed by physician/psychiatrist

35.b. nurse

36.b. nurse

5. sociology

35.b. medical supervisor

36.b. medical supervisor

5. psychology

9.j. individual if capable

10.k. individual if capable

S. social work

30. there must be a description of drug and its affects in the consumers’ file

35.b. supervisor, nurse

36.b. nurse, supervisor

38. a nurse should be the only one to pass their meds because she and doctor etc. knows
everything about meds and they are centified to do so staff shouldn’t be responsible

39. I don’t believe staff should pass out their meds. They are very important to them so the
nurse should pass them out

5. psychology

35.b. director

36.b. supervisor

5. BA in psychology; MPA

20.m. sexual frustration

30. consent is required for psychotropics, changes in drugs person must have a behavior
management plan or active psychiatric condition

35.b. home manager, case manager

39. there are occasional problems when a community physician, as well as CMH psychiatrist,
prescribes psychotropic medication. There needs to be one person only responsibie for
medication prescription

30. We are required to attend heaith and medications class which teaches us basic handing
and implications of prescribed drugs.

35.b. supervisor

36.b. supervisor

38. [ would be looking for ways to discontinue the meds that have debilitating side effects to
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the consumer.

39. Certain psychotropic medications are necessary for certain individuals. For
someconsumers there are alternatives to medications that would benefit them more that
should be implemented on a trial basis to determine what is most appropriate for that
individual.

28. only necessary if they do not understand

30. have to be given at designated times everyday

35.b. supervisor

36.b. supervisor

15. don’t know

19.c. don’t know

33. don’t know

34. don’t know

35.b. regional center

36.0. maybe regional director

38. have direct care staff be more involved in the decision making process on whether or not a
consumer should be on meds. This can only happen if we are better educated on pros and cons

. of each med

5. criminal justice

35.b. supervisor

36.b. supervisor

37. home

37. we do not dispense medications of any kind

39. This agency needs a better way to track medications (new, changes, etc.) prescribed by
our consulting psychiatrist

5. recreational mgmt/therapeutic recreation

37. medication must be taken at home when applicable

38. not changing meds on individuals so much

30. we must know and have written every med consumer is on

36.b. supervisor

S. liberal arts, spanish

undergraduate degree, didn’t finish survey after Q13

S. psychology

38. no changes consumers are supervised taking the meds

5. psychology

35.b. supervisor

9j. client

10.k. client

19.b. depends on consumer

19.c. behavior assessment team

h.s. diploma didn’t finish survey after Q19

S. psychology

19.a. not a tech. assessment

38. none, however consumers who are unable to self monitor prescription intake should not be
given meds to take independently, this is a common practice

S. psychology

39. [ don’t know who has final say in which drugs nor who is notified

14. when all else fails management/drug treatment maybe the answer but this would be case
by case

35.b. nurse, case manager, home

36.b. nurse, case manager

39. I feel a lot of these questions could not be answered truthfully, they are not yes, no, maybe
questions
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35.b. home coordinator

36.b. home coordinator

35.b. program manager

36.b. program manager

5. psychology

30. there is a policy to lengthy to write

35.b. manager

36.b. manager/supervisor

37. parent, doctor

38. more intercommunication between staff and management

36.b. manager

19.b. always monitored by direct staff

36.b. home coordinator

36.b. home coordinator

38. I'd be a little more aware about alternatives before prescribing meds and I'd be a little
more careful to train direct staff exactly what individual drugs consumers take are for and do.

5. psychology

_ 35.b. supervisor

38. have effects assessed more often; more contact with psychiatrist, etc.; more staff
education re: prescribed drugs

5. management

35.b. careprovider

36.b. careprovider

38. I would first of all give some training to DSS or have a CNA give the medication
39. It’s very important that we receive the training to give the meds also we need to be
listened to

30. in the employee hand training course

35.b. director

37. careprovider

38. just advising

39. good relationship with careprovider and doctor of consumers

5. criminal justice

35.b. SCIP staff, director?

38. I would not make any changes, they do a good job doing it

39. I think that behavioral management a lot of the time goes with drug therapy but the best
idea would be to do it without drug therapy

5. psychology

19.b. don’t know

didn't finish survey after Q30

5. psychology

19.b.c. don’t know

36.b. manager

9.j. consumer

10.k. consumer

16.g. consumer

30. case-by-case situations outlined in pre-specified area of field packet

38. more communication among those involved regarding changes in prescriptions, dosages,
etc. I'd like to be consulted when issues to see if I can do some kind of behavioral program
changes

5. psychology

didn’t finish survey after Q10

5. computer science

35.b. team leader
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36.b. nurse

30. all clients shall be free of chemical restraints

37. facility manager, QVIRP

39. the direct care staff need to get more and less rules

some undergrad courses didn’t finish survey after Q12

35.b. supervisor

5. psychology

36.b. senior, supervisor

37. where they live

5. sociology

27. someone going out to field with the people

38. to be more informed about he specific drug taken by a consumer

35.b. supervisor

9a. individual choice if they can make it

11.j. consumer feels and can determine if they are in need of medical managed care
13.j. if consumer feels its necessary for them and can help them better cope with daily
situations high school diploma didn’t finish survey after Q14

15. don’t know

" 16. don’t know

36.b. case manager, supervisor

30. what is best for consumers well being

36.b. home manager

30. Had to take training class on how to pass prescriptions and to follow protocol if there’s
problems with medication

35.b. home coordinator/case manager

38. I wouldn’t change anything because they are prescribed for a reason and have to be
administered the way the doctor thinks they should and the way it will better benefit the
consumer.

5. psychology

15.g. regular psychiatric visit

16.g. psychiatric regular visits

17 k. senior staff

18.k. consumer

35.b. senior or director

36.b. senior/supervisor

37. parents

38. The supported living section of [agency name] has a great setup on med count and
inventory. [ wouldn’t change anything. The vocational support usually does not deal with
consumer medications.

5. sociology

30. the person is not overmedicated for the purpose of behavior modification

36.b. residential supervisor

S. psyc/span

35.b. supervisor

36.b. supervisor

38. I would make it a more available option for extreme cases. It seems to be an inhumane last

resort instead of a practical therapy.

5. psychology

38. I wouid involve all people currently involved in treatment of the client in any decisions
being made on behavioral treatment plans, but not necessarily all medical changes.

5. humanities/psychology

30. protocol is written and followed for each consumer taking medication regarding their
medication if taken during nonservice hours
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38. I don’t know. My consumer takes her medication during nonservice hours.

5. biology

36.b. supervisor

38. doctor

39. psychiatrist, doctor, consumer, parent

5. liberal arts

30. must have doctors prescription in order to give them while in program

35.b. supervisor, manager

36.b. manager

5. psychology

19.b quarterly

19.c. parent

30. community care licensing policy, lengthy and documentation should occur on all drugs
taken

35.b. program manager, case manager

36.b. program manager, case manager

38. would need to learn more about the effects of drugs to answer question. drugs administer
well at this time.

" 30. is not to administrate medication to consumers

35.b. area manager

36.b. house parent

38. [ would make sure the counts of behaviors is accurate with staff before changing dosage.
I would try to decrease more than increase medication if possible.

39. I think all individuals working with people with disabilities should be notified when
medication is changed such as house parent, residential staff, parent, legal guardian, area
manager. job coaches, and substitutes, etc.

. 19.b. 14

30. drugs are a last resort

19.b. quarterly

35.b. nurse

36.b. nurse

30. behavior management committee

36.b. case manager

38. more input from direct care staff

5. spec. ed

38. administration of medication is well controlled under present plan
9.j. nurse

17k RN

18k RN

30. follow CMH policy - Allegan Co.

35.b. home manager

38. less meds (for one’s who don’t need it) no other changes
5. psychology

39. as direct service staff | have not been involved in consumer’s drug therapy
35.b. director

36.b. director, nurse

5. psychology

36.b. director or care facility

some graduate courses; didn’t finish survey after Q12-38
39. I feel medications are abused

some undergraduate courses didn’t finish survey after Q19
19.b. don’t know

5. psychology

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



877

880

881
885
886

889

892

894

897
901

902
903

909

911
913
920
922

923

38. I would try to involve every person that the consumer comes in contact with.

19.b. quarterly

19.c. all parties give information to the psychiatrist after assessing

30. must follow BMC guidelines and BMC monitors each case quarterly

38. each consumer would have a choice of which doctor to go to. doctors who spend 10
minutes on their patients every 3 months would go out of business.

5. sociology

35.b. home coordinator

36.b. home coordinator

38. I would have designated persons passing meds. When just anyone on shift (although med
trained) passes meds to0 many errors can occur.

36.b. coordinator

18.k client

5. counseling psychology

9.j. BMC

5. marriage family counseling

38. If I had the opportunity to administer any prescribed medication to a consumer, I would
apprise everyone, who is directly involved in the decision making process on the individual,

" to be educated on how to give the medication to the consumer.

39. There is a predisposing factor in which everyone should take into account of, and that is
high levels of prescribed medication can cause physical and mental reprecusion on any person
psychomotor ability thus easily neurological damage on that individual.

35.b. [supervisor’s name]

36.b. [supervisor's name]}

538. That all other alternative to drugs was used and that drugs be used mainly as a last resort
35.b. supervisor

36.b. senior/supervisor

5. accounting

30. receive the medication from careproviders or caretaker with the labeled bubble jacket or
bottle, keep in the locked cabinet and taking it out the time the consumer need to take it
35.b. med. coordinator

5. psychology

16.g. autonomy of client

19.b. depends on service team and regarding past history and well being of client

19.c. service team!

27. behavior management colegiate level with hands-on experinece

530. approval by service team we follow the direction per individual

36.b. home coordinator

37. sometimes per individual

38. whatever the service team decides

9.j. nurse

10.k. nurse

30. they try all other means that is available before using drugs on them

35.b. nurse, QMRP, supervisor

38. [ don’t think I would change anything. [ think they do a good job for the drugs
prescribed

39. to them

5. communicative disorders

35.b. programmer

35.b. supervisor

3. psychology

35.b. executive director

3. biology and psychology
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19.b. 3 months

19.c. BMC

30. if a person with a developmental disability is prescribed psychotropic medication, the
appropriateness of drug therapy is reviewed every 3 months by BMC

35.b. supervisor

5. Psy/sociology

19.b. varies

5. psychology

18 .k consumer

35.b.home manager, nurse, assistant home manager

36.b. hm, ahm, nurse

30. data collection is important entire ID team is involved in decisions to change meds

38. vitamins and holistic approaches would be used in conjunction with behavioral
management plans and medication

39. my facility is rare they consult everyone involved in client’s life before making any
drastic changes

19.b. daily

19.c. direct care provider

30.b. consent, informed, distributed by I-team

36.b. house director

38. The way it is being done is adiquit

39. Meds are not the only answer to problems our recipeants have

30. I'm not sure of the wording

35.b. regional director, specific area manager

36.b. when needed area manager. regional director may get involved

37. individual house manager

38. to have a job coach directly involved in the decision making process of meds. although a
job coach doesn’t have the legal right to advise, if educated continuously we could give our
opinions/observations as direct care staff

39. education continuing is critical to dealing with this avenue of our clients

35.b. don’t know

36.b. case manager

38. I do not feel that the choice of medication should be left to people (professionals, doctors,
social workers, etc.) that only see these people 30 minutes per month. The direct care staff
work or live with these people all day, evervday, and need to be consulted more

29. types of drugs and uses

30. follow S “R's”

38. only 1 change, staff should be fully informed of the use of needs in an oral manner so that
all have a working knowledge of the med and what to look for

35.b. home coordinator

36.b. home coordinator

5. BSW

18.k. client

36.b. home coordinator, asst. home coordinator

35.b. manager

36.b. manager

35.b. care provider

36.b. care provider

35.b. LPN/RN

36.b. LPN/RN

38. I feel it is necessary to have medications in a locked box at all times. Especially when that
consumer is around other consumers and it is possible that another consumer can take
someone clse’s meds.
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19.b. biweekly

35.b support coordinator

36.b. nurse

36.b. supervisor

5. psychology

9.j. court ordered

10.k. consumer

19.c. parents

30. consumers must be able to self medicate

36.b. supervisor

38. I would prefer not to be responsible for administering another persons medications

39. Medication therapy should be considered a last resort, but a necessary treatment in most
cases where dual diagnosis exists

S. police academy

39. we need as direct care staff to know what changes a client would come about with upping
or lowering doses and what signs to look for when either is necessary

12.j. elopement

35. Dorothy - regional director

" 38. first I'd see if the drug could be assessed with a behavior management program. If not,

then use the least amount of drugs to compensate the behavior

38. Consumers in our agency live independent. Our work with them is not to control drug use
but to assist them in skills that will allow them to integrate and function appropriately in
society

9.j. case manager

10.k. case manager

15.g. staff

some undergraduate classes didn’t finish survey after Q15

11.j. high blood pressure

35.b. supervisor

36.b. supervisor

5. psychology

19.b. when changes are noted

19.c. residential caretaker

30. we are not involved at all in the prescription or administration of drugs during program
hrs.

37. meds taken at home only/not during program

5. counseling/therapy

30. what the doctor orders that is least restrictive

38. everyone who works with an individual would know what drug and why plus know all
about the drug

35.b. supervisor

36.b. supervisor

35b.RN

36.b. RN

38. I would have the direct care staff carefully monitor the effects of drugs and have the
physicial personally find out the effects by interviewing the direct care staff, either face-to-
face, by phone, or a written questionnaire

S. computer systems admin

19.b. depending on what med.

5. psychology

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



BIBLIOGRAPHY

Aman, M., Sarphare, G., & Burrows, W. (1995). Psychotropic drugs in
group homes: Prevalence and relation to demographic/psychiatric
variables. American Journal on Mental Retardation, 99, 500-509.

Aman, M., & Singh, N. (1988). Psychopharmacology of the developmental
disabilities. Springer-Verlag: Boston.

Aman, M., Singh, N., & White, A. (1987). Caregivers perceptions of
psychotropic medication in residential settings. Research in
Developmental Disabilities, 8, 449-465.

Baldessarini, R. (1985). Drugs and treatment of psychiatric disorders. In
A Gilman, L. Goodman, T. Rall, & f. Murad (Eds.), The

pharmacological basis of therapeutics (7th ed., pp. 387-445). New
York: Mcmillan.

Bodfish, J., Newell, K., Sprague, R., Harper, V., & Lewis, M. (1997).
Akathisia in adults with mental retardation receiving maintenance
neuroleptic treatment. American Journal on Mental Retardation
101, 118-129.

Delay, J., & Deniker, P. (1952). Trente-huit cas de psychoses traitées par
la cure prolongeé et continue de 4560 PF. Le Congreés des Al. et
Neurol. de Langue Fr. In, Compte rendu du Congrés. Masson et
Cie, Paris.

Gadow, K. (1983). Educating teachers about pharmacotherapy.
Education and Training in Mental Retardation, 18, 69-73.

Gadow, K. (1986). Children on medication volume I: Hyperactivity,

learning disabilities, and mental retardation. San Diego: College-
Hill.

Gadow, K., & Poling, A. (1988). Pharmacotherapy and mental retardation.
Boston:College-Hill.

123

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



124

Hartledge, L. (1965). Effects of chlorpromazine on learning. Psychological
Bulletin, 64, 235-245.

Hauser, M. J. (1997). The role of the psychiatrist in mental retardation.
Psychiatric Annals, 27, 170-174.

Kalachnik, J. (1988). Medication monitoring procedures : Thou shalt,
here’s how. In K. Gadow & A. Poling (Eds.), Pharmacotherapy and
mental retardation (pp. 231-268). Boston: College-Hill.

Lakin, C., Hill, B., Hauber, F., Bruininks, R., & Heal, L. (1983). New
admissions and readmissions to a national sample of public
residential facilities. American Journal on Mental Retardation. 88
13-20.

Lewis, M. H., Aman, M. G., Gadow, K. D, Schroeder, S. R., & Thompson,
T. (1996). Psychopharmacology. In J. W. Jacobson & J. A. Mulick
(Eds.), Manual of diagnosis and professional practice in mental
retardation (pp. 323-340). Washington, D.C.: American
Psychological Association.

McGowan, K. G. (1995). Drugs and disabilities: Handle with care.
Peachtree City, GA: McGowan.

Mikkelsen, E. J. (1997). Risk-benefit analysis in the use of
psychopharmacologic interventions for difficult-to-diagnose
behavioral disorders in individuals with mental retardation.
Psychiatric Annals, 27, 207-212.

Poling, A., & LeSage, M. (1995). Evaluating psychotropic drugs in people
with mental retardation: Where are the social validity data?
American Journal on Mental Retardation, 100, 193-200.

Prouty, R., Lakin, K., & Smith, G. (1996). Growth in residential settings of
6 or fewer individuals with MR/DD. Mental Retardation, 34, 130.

Rinck, C., Guidry, J., & Calkins, C. (1989). Review of states’ practices on
the use of psychotropic medication. American Journal on Mental
Retardation, 93, 657-668.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



125

Rosenquist, P. & Bodfish, J. (1997). Neuropsychiatric movement
disorders in those with mental retardation or developmental
disability. Psychiatric Annals, 27, 213-218.

Silka, V. R., & Hauser, M. J. (1997). Psychiatric assessment of the person
with mental retardation. Psychiatric Annals, 27, 162-169.

Singh, N., Ellis, C., Donatelli, L., Williams, D., Ricketts, R., Goza, A,
Perlman, N, Everly, D., Best, A., & Singh, Y. (1996). Professionals’
perceptions of psychotropic medication in residential facilities for
individuals with mental retardation. Journal of Intellectual
Disability Research, 40, 1-7.

Singh, N., Epstein, M., Stout, C., Luebke, J., & Ellis, C. (1994).
Psychopharmacological intervention III: A comparison of teacher
perceptions of psychotropic medication for students with learning
disabilities or serious emotional disturbance. Journal of

Developmental and Physical Disabilities, 6, 101-113.

Singh, N. N, Guernsey, T. F., & Ellis, C. R. (1992). Drug therapy for
persons with developmental disabilities: Legislation and litigation.
Clinical Psychology Review, 12, 665-679.

Washington v. Harper, 110 S. Ct. 1028 (1990)

Wyatt v. Stickney, 325 F. Supp. 781 M.D. Ala. 1971a)
Wyatt v. Stickney, 334 F. Supp. 1341 (M.D. Ala. 1971b)
Wyatt v. Stickney, 344 F. Supp. 380 (M.D. Ala. 1972)

Youngberg v. Romeo, 457 U.S. 307 (1982)

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



IMAGE EVALUATION
TEST TARGET (QA—3)

¥ ¢
A
///,/V%o.
et EEE sl
Rdaa 051
Gamaned 3| E| S83k
= g|° i
o —_
2l =1 s I
- %
N\
|w||¢|| \\\DV/ .m»&a»
\\\«%%@%Js%
AN 3

© 1993, Applied Image, Inc., All Rights Ry

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



	Direct Service Staff's Perceptions of Psychotropic Medication in Noninstitutional Settings for Individuals with Developmental Disabilities
	Recommended Citation

	tmp.1467728569.pdf.Cxy8K

