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I
n Maryland, there has been a debate

regarding Best Practice versus evidence-

based pract ice for  people w ith

developmental disabilities and co-occurring

mental health or behavioral needs. Evidence-

based practice implies the ability to rely on well-

controlled research—usually large, randomized

controlled trials—to guide practice.  There are a4

number of ethical and other limitations, which

constrain therapeutic research in the area of

developmental disabilities. These limitations

include concerns regarding competency to

consent to research, the impact and risks

associated with various procedures, and issues

surrounding withholding treatment from

vulnerable individuals.  Empirical support, as6,12,13

defined by empirically rigorous large trials, is not

always available, especially for the treatment of

adults with developmental disabilities. Best

Practice in clinical service delivery is guided by

empirical research and the consensus of expert

opinion. It is the blending of both evidence and

experience that characterizes Best Practices. The

Maryland Best Practices project set out to define

Best Practices for clinicians who serve individuals

with developmental disabilities and behavioral/

mental health concerns.

The Maryland Best Practice project was

initiated as a volunteer effort by concerned

advocates, clinicians and administrators. The

mainstay of the project has remained those

individuals who have volunteered their time and

energy for this initiative. While there had been

important, earlier initiatives to establish Best

Practice guidelines for treating mental and

behavioral disorders in individuals with

developmental disabilities,  the Maryland7,8,9,10,11

effort attempted to bring expert opinion and

stakeholder experience together to influence the

development of guidelines.

The Best Practices Project has included four

distinct phases. The first stage was the project

planning where the overall mission and tasks were

defined. Next, workgroups of advocates,

administrators and clinicians met to brainstorm

issues. The third stage was a two-day consensus

conference. At the conference all attendees were

invited to participate and directly impact the

We describe efforts by providers and stakeholders in Maryland to develop Best Practices for
behavioral and mental health treatment for individuals with developmental disabilities. The Maryland
initiative was characterized by inclusion of expert opinion and stakeholder experience to achieve
consensus on Best Practices for the treatment of individuals dually diagnosed with a developmental
disability and mental health or behavioral problem. An innovative, open space technology format was
used during the Maryland Best Practices Conference that was held in February 2004. The planning
and processes that resulted in the Maryland initiative are discussed and highlight the impact of these
efforts. Results of the conference, workgroups and survey suggest many strengths in current practice
as well as areas in need of development.
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defining of Best Practices. The fourth stage

involved writing and publication of the monograph

that highlights previous work, defines Best

Practices and identifies recommendations for

change in practice.  The implementation of these1

recommendations have yet to occur. In the initial

conception, it was understood that this effort

would be dynamic and ongoing since Best

Practices by their definition would be ever-

changing.

THE FIVE STAGES

STAGE ONE: PROJECT PLAN

At the start, a number of opinion leaders in

Maryland met to discuss concerns relating to our

current clinical practice. Once it was agreed that

the community of clinicians, administrators and

advocates would attempt to define and bring Best

Practices to Maryland, a plan for this effort was

needed. F ive volunteers including two

psychologists, one pharmacist, one psychiatrist

and one administrator met over the course of

several months to develop the scope of the

problem, set goals for the effort, and plan how to

accomplish those goals.

The problem  was defined as: There is

inconsistent and potentially inadequate treatment

for people with developmental disabilities that have

behavioral and/or behavioral health concerns.

Treatment has not been standardized and does not

always reflect Best Practices.

Solutions to this problem would include the

following steps:

a. Define Best Practices

b. Develop a system to implement Best Practices

in the state of Maryland

c. Develop a means to update the system on a

regular basis

d. Train others to utilize Best Practices

After the project plan was developed, it was

brought back to the larger group for ratification.

The plan enjoyed the full agreement of all present.

The next stage in the process was initiated.

STAGE TWO: WORKGROUPS

It was agreed that small groups would meet to

more closely examine the various issues

surrounding several targeted areas. The purpose

of the workgroups was to identify clinical Best

Practice standards, regulatory requirements,

empirical evidence, current clinical practice, and

barriers to providing services using known Best

Practices. The areas targeted for discussion

included:

a. Values and Mission: Establishing the ethics,

values and mission of clinical services.

b. Assessment: Establishing the goals and

standards for assessment.

c. Diagnosis: Establishing practice parameters

for reasonable diagnostic practice.

d. Integrated Treatment Model: Defining and

exploring the practicality of integrated

treatment.

e. Biological Interventions: Establishing practice

parameters for reasonable psychotropic

medication treatment.

f. Behavioral Interventions: Establishing practice

parameters for reasonable behavioral

treatments. 

g. Milieu/Environmental Interventions: Defining

and exploring the use of milieu and

environmental strategies.

h. Psychosocial Interventions (individual therapies

and group therapies): Exploration of the utility

and practice of psychotherapy.

i. Consent and Competency: Review of current

laws and their impact on service delivery.

j. Training of Clinicians and Community:

Establishing goals and discussing issues for

training clinicians and the community. 

k. Service Delivery Model: Exploring the scope of

our service delivery model and ways to best

utilize it to enhance clinical services.

l. Forensic Issues: Establishing parameters for

services for individuals with forensic issues

and developmental disabilities.

m. Conference Planning Committee: Pursue a

means to have a true consensus conference.

n. Crisis Intervention: Establishing practices for

intervention in the management of crises.

STAGE THREE: CONSENSUS CONFERENCE

The initial discussion among opinion leaders

was to hold a “consensus conference” with the

goal of leading participants in reaching consensus

in Best Practices in behavioral health. Similar

conferences had been held in other states,

including Ohio and Pennsylvania.  These8,9

conferences were limited to a relatively small

group of participants, all of whom were considered

leading clinicians in their field of expertise.

With the present effort in Maryland, the task

of reaching consensus became more difficult

because the opinion leaders were strongly
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committed to opening up the discussion to all

stakeholders. The range of clinical knowledge and

experience was expected to be wide. Time

constraints might limit the dissemination of

information to participants and prevent them from

reaching a similar level of understanding. In

addition, because the conference would invite

participation of consumers of services, a format

for eliciting information about personal experience

would need to be provided.

In consideration of the goals for this

conference it was decided that the use of Open

Space Technology as a format would be necessary.

This conference format uses breakout groups to

open discussion, encourage debate and

discourage more formal didactic presentations.2,3

Notes from each breakout group were supplied to

the workgroup leaders after the conference for

inclusion in the chapters for the Best Practices

book.

Survey

In addition to the discussions during breakout

group sessions at the consensus conference,

survey instruments were developed by each

workgroup as a means of gathering expert

opinion. Each survey instrument contained

between 6 and 15 questions scored on a 7-point

Likert scale. The surveys were designed to capture

opinion on topics of suitable complexity

corresponding to each workgroup area. A

sampling of the survey data is summarized in

Table 1.

STAGE FOUR: THE BEST PRACTICES BOOK

After the conference the workgroup leaders met

again to review all information obtained and to set

goals for the development of a book. The goals of

the book, were to discuss current practice, define

Best Practice in each area, and to recommend

steps to bring current practice to Best Practices.

The entire book development took over one year to

complete.

Summary of Results

As discussed above, each chapter of the

resulting book focused on a dimension of clinical

service. This summary represents only a few

recommended findings. For more detail, please

refer to the book.  In each area, the workgroups,1

conference participants, survey responses and

published literature suggested many strengths in

our current practice. These strengths include the

use of surrogate decision makers for those not

competent to give informed consent, the

requirement to base all behavior support plans on

a functional analysis or assessment, the use of the

least restrictive techniques in clinical treatment,

the use of multidisciplinary teams to guide

services, and the application of established ethical

standards to individual and group therapy

practice.

Yet, many areas of promising practice or areas

in need of development were also found. Some of

these practices could change with awareness and

collaboration such as the need for knowledgeable

advocates when conducting a psychiatric

evaluation, collaborative research efforts,

development of a service resource directory, or the

benefits of utilizing an alternating treatment

design when prescribing medications.5

Other areas which need development may

require some change in structure or a larger effort

such as the clarification of the qualifications of

professionals to develop behavior treatment plans,

state wide peer reviews, the development of mobile

clinical teams who are specially trained in the

treatment of individuals with developmental

disabilities and behavioral health issues, the use

of technology to enhance integrated treatment

team participation, or the development of

standards for forensic services in developmental

disabilities. Many of the recommendations are

ambitious and not easily achieved, yet they

suggest a vision of comprehensive and expert

services available readily to all individuals with

developmental disabilities.

Themes of the Maryland Effort

Three over-arching themes became apparent

in the discussion and recommendations from this

effort. Each area calls for full participation and

inclusiveness, a systematic and deliberate

approach to services and the recognition that

behavioral health services for individuals with

developmental disabilities is a subspecialty which

requires specific expertise and training.

The call for full participation is voiced in

recommendations such as a voucher system,

mutual feedback in team meetings, the need for

informed consent to be obtained and specific

education in self determination, individual choice

and behavioral services. A systematic and

deliberate approach is one that is marked by the

clarification of goals, careful measured steps

towards  those goals and the evaluation  of
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TABLE 1. SELECTED RESULTS FOR SURVEY ITEMS—

RESULTS INDICATED AS NUMBER OF RESPONSES TO EACH QUESTION (%  RESPONDENTS)
Disagree Neutral Agree

DOMAIN/ITEM 1 2 3 4 5 6 7

Assessment

Psychiatric disorders can be diagnosed through
rating scales specifically developed for the
developmentally disabled population.

6
(8.5)

7
(9.9)

10
(14.1)

16
(22.5)

19
(26.8)

11
(15.5)

2
(2.8)

A diagnostic assessment needs to account for
psychiatric, behavioral, cognitive, psychosocial,
environmental, and medical variables.

1
(1.4)

0 0 1
(1.4)

5
(6.9)

18
(25.0)

47
(65.3)

Behavioral Interventions

Functional assessment is essential in the
development of an effective behavioral
intervention.

0 0 0 3
(3.4)

4
(4.5)

13
(14.8)

52
(59.1)

Coping and self-management skill have greater
long-term effectiveness than consequence-based
procedures in the treatment of maladaptive
behaviors.

1
(1.1)

1
(1.1)

5
(5.7)

15
(17)

13
(14.8)

16
(18.2)

21
(23.9)

Biological Interventions

Treatment of behavioral problems with
psychotropic medications may be indicated in the
absence of a clear Axis I psychiatric diagnosis.

3
(4.2)

1
(1.4)

8
(11.3)

10
(14.1)

19
(26.8)

14
(19.7)

16
(22.5)

Quality-of-life outcomes (e.g. improved
socialization in individuals treated for Autistic
disorder) should be considered when assessing
success of a medication trial.

0 0 0 2
(2.7)

13
(17.8)

24
(32.9)

34
(46.6)

Consent and Competency

Individuals and surrogate decision makers
should participate in the development of
treatment plans.

0 0 0 2
(2.8)

4
(5.6)

22
(31)

43
(60.6)

Competent individuals should be encouraged by
their mental health provider to make an advance
directive outlining the mental health services
which may be provided to them if they become
incompetent and have a need for mental health
services during, or as a result of, the period of
incompetency.

0 0 1
(1.5)

6
(8.8)

10
(14.7)

15
(22.1)

36
(52.9)

Diagnosis

Mental illness such as depression, schizophrenia,
or mania is under diagnosed in clients with
mental retardation.

0 3
(4.2)

2
(2.8)

5
(7)

15
(21.1)

24
(33.8)

22
(31)

The American Psychiatric Association DSM-IV
can adequately categorize mental and behavioral
difficulties in clients with developmental
disabilities.

7
(9.9)

15
(21.1)

19
(26.8)

11
(15.5)

11
(15.5)

7
(8)

1
(1.1)

Forensics

People who complete competency and
responsibility assessments for this population
should have specific training in MR/DD.

1
(1.5)

1
(1.5)

0 4
(6.1)

3
(4.5)

18
(27.3)

39
(59.1)

There is a need for a respite program that would
serve individuals with forensic involvement that
may be used in the event of threat of being
recharged or revocation of conditions of release.

3
(4.4)

1
(1.5)

3
(4.4)

11
(16.2)

9
(13.2)

20
(29.4)

21
(30.9)
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TABLE 1. SELECTED RESULTS FOR SURVEY ITEMS—

RESULTS INDICATED AS NUMBER OF RESPONSES TO EACH QUESTION (%  RESPONDENTS) (cont.)

Disagree Neutral Agree

DOMAIN/ITEM 1 2 3 4 5 6 7

Therapy

When providing therapy for individuals with
developmental disabilities, it is especially
important to have a treatment plan with clearly
defined goals and measurable outcomes.

0 0 3
(4.5)

3
(4.5)

4
(6)

17
(25.4)

40
(59.7)

It is important to have a special therapy Bill of
Rights for individuals with developmental
disabilities.

5
(7.7)

0 5
(7.7)

10
(15.4)

8
(12.3)

19
(29.2)

18
(27.7)

Training

Trainers should be certified though a standard
process

0 2
(3.4)

0 7
(11.9)

7
(11.9)

21
(35.6)

22
(37.3)

Any staff person in a direct support position and
the supervisor of such a person should be
trained in the principles of adult learning theory
and other teaching/coaching skills.

0 0 1
(1.8)

9
(15.8)

14
(24.6)

11
(19.3)

22
(38.6)

Values and Mission

An integrated treatment model with clinicians
from different disciplines collaborating on behalf
of clients in order to develop a treatment plan.

0 0 0 2
(2.9)

2
(2.9)

18
(26.1)

47
(68.1)

Understanding by all people involved in delivery
and receipt of services that effective therapeutic
interventions used for people with developmental
disabilities require a gradual, systematic
approach to achieve enduring change.

0 0 0 3
(4.3)

10
(14.5)

18
(26.1)

38
(55.1)

outcomes on a regular basis. This systematic

approach is exemplified in the recommendations

to establish statewide peer reviews for behavioral

services, to use treatment trials for establishing

effective psychotropic medications, as well as for

continuing efforts to develop and adapt individual

and group therapy methodologies.

The recognition of developmental disabilities

as a subspecialty in behavioral health is echoed in

the continuous call for training and expertise.

Mentoring of therapists, training of clinicians and

specific understanding of issues such as the

limitations of the DSM-IV system, the sensitivity

to medication side effects, or the appropriate use

of testing all highlight the specialized skills

needed to offer quality services.

These three themes of participation, a

systematic approach and recognition of the

specialized knowledge base were clearly echoed

throughout the book which resulted from the best

practices effort.1

STAGE FIVE: IMPLEMENTATION

The implementation stage is just beginning. A

nonprofit foundation is currently being formed to

continue this work. This foundation’s mission is

to enact the recommendations in the book and to

continue to define best practices as evidence

guides our understanding of those practices.

Recommendations from the book will guide an

action plan which the foundation will follow.

The action plan is projected to include three

stages. The first stage includes the changes that

can be readily implemented. These changes will

not necessitate any large system changes or

increased funding. The second stage may include

some system changes but should not need any

significant change in funding. The last stage may

include system changes and may necessitate

identifying and securing alternative funding

sources. Through the support of research efforts,

service delivery initiatives, and training, the

foundation will enact the recommendations made.

The foundation will also review and revise the

book and action plan on a regular basis. It is

believed that the process of defining and enacting

best practices needs to be ongoing.
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SUMMARY

It has been over three years since an

enthusiastic group of advocates, clinicians and

administrators began this process. Many lessons

have been learned about the nature of Best

Practices as well as the process of defining those

practices. Primary among those lessons is that

Best Practices are dynamic. As research continues

and our experience grows what we believe we

know today will be obsolete tomorrow. However,

the true concern to do the best possible and to

help as much as possible seems to be a defining

characteristic of those who serve individuals with

developmental disabilities. Another lesson learned

was that the process in itself has had a positive

impact upon services. The process of defining best

practices has given voice to many clinicians and

advocates bringing together a dynamic

community. In the future, we hope to continue

this effort so that each person concerned may

impact and further shape our system of care for

individuals with a developmental disability and

behavioral or mental health disorders.
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