BBS

AP Board of

Behavioral
1625 North Marker Blvd. SC]‘enceS
Suite §-200
Sacramento, CA 95834
(916) 574-7830 MEETING NOTICE
TDD (916) 332-1700
B (I 7 4REe Marriage and Family Therapist Education Committee

www.bbs.ca.gov

June 15, 2007
University of Phoenix, Sacramento Campus
2860 Gateway Oaks Drive, Room 101
Sacramento, CA 95833
800-266-2107

10:00 a.m. —3:00 p.m.

l. Introductions
II.  Review and Approval of March 9, 2007 Committee Meeting Minutes
lll.  Discussion with Clients and Family Members Regarding Therapy Experiences
IV. Discussion of Increasing the Minimum Unit Requirement for Qualifying Degrees
V. Presentation on Draft Revisions to Curriculum Statutes by:

Warren Hayes, Chief

MHSA Workforce Education and Training

California Department of Mental Health
VI. Discussion of Draft Revisions to Curriculum Statutes

VII. Future Meeting Dates

VIII. Suggestions for Future Agenda Items

Public Comment on items of discussion will be taken during each item. Time limitations will be
determined by the Chairperson. Items will be considered in the order listed. Times are
approximate and subject to change. Action may be taken on any item listed on the Agenda.

THIS AGENDA AS WELL AS BOARD MEETING MINUTES CAN BE FOUND ON THE BOARD
OF BEHAVIORAL SCIENCES WEBSITE AT www.bbs.ca.gov

NOTICE: The meeting facilities are accessible to persons with disabilities. Please make

Stare of California
i L requests for accommodations to the attention of Christina Kitamura at the Board of Behavioral
iy il Sciences, 1625 N. Market Boulevard, Suite S-200, Sacramento, CA 95834, or by phone at 916-
Services Agency . . .
= 574-7835, no later than one week prior to the meeting. If you have any questions please contact
Arnold Schwarzenegger the Board at (916) 574-7835.
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To: MFT Education Committee Date: June 7, 2007

From: Christy Berger Telephone: (916) 574-7847
Legislation Analyst

Subject: Discussion with Clients and Family Members Regarding Therapy
Experiences

Consumers of therapy and their family members have been invited to this meeting to provide
their input and to discuss their experiences with therapy. Their names were obtained from the
California Mental Health Planning Council as part of their “expert pool” of consumers and family
members.

One of the “core values” of the Mental Health Services Act (MHSA) is to “increase consumer
and family member involvement in policy, program development, and employment in service
delivery and behavioral health administration.” The MHSA requires that California develop an
education and training plan for future and current mental health professionals that includes
consumers, in order to allow the integration of the consumer perspective into education and
training programs.

Since the Committee is incorporating aspects of the MHSA into the educational requirements for
Marriage and Family Therapists, information regarding the experiences of consumers and family
members is crucial.

Consumers and family members scheduled to attend the committee meeting are as follows:

e Marilyn Hillerman of Elk Grove (Family Member)

e Dave Schroeder of North Highlands (Consumer and Family Member)
e Sandra Sertyn of Sacramento (Family Member)

e Nancy Smith of Lathrop (Family Member)

e Warren Treacher of Davis (Family Member)
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To: MFT Education Committee Date: June 7, 2007

From: Christy Berger Telephone: (916) 574-7847
Legislation Analyst

Subject: Discussion of Increasing the Minimum Unit Requirement for Qualifying
Degrees

Attached is a list of schools that have one or more programs designed to lead to licensure as a
Marriage and Family Therapist (MFT). This list is organized by the number of units required to
graduate from each program, as determined by the school’s website or catalog. The list uses
semester units, which are used by most schools. Those schools that use quarter units are
indicated, but have been converted into semester units for the purposes of comparison.

Averages calculated (based on the maximum where ranges were provided) were as follows:

Mean -- 53.9 units
Median — 52 units

Of the 76 programs surveyed:

17 (18%) programs had a 48 unit degree

24 (32%) programs had a 49 —52 unit degree

13 (17%) programs had a 53 — 59 unit degree

22 (29%) programs had a 60 and above degree

The unit values used were maximums where ranges were offered.

Attachment
Schools with MFT Programs by Units Required
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Schools with MFT Programs
by Number of Units Required

Units* School Name Location

48 Bethany University Scotts Valley
48 CSU, Chico Chico

48 CSU, Dominguez Hills Carson

48 Pacific Oaks College Pasadena

48 Pepperdine University Malibu

48 San Jose State University San Jose

48 St. Mary’s College of California Moraga

48 California Graduate Institute Los Angeles and Irvine
48 Southern California University for Professional Studies Santa Ana

48 Webster University Irvine

48 Western Institute for Social Research Berkeley

48 (72 qtr.) CSU, East Bay Hayward

48 (72 qtr.) Pacifica Graduate Institute Carpenteria

48 (72 qtr.) Antioch University Santa Barbara
48 (72 qtr.) Western Seminary Los Gatos

48 (72 qtr.) World University of America Ojai

48-51 Bethel Theological Seminary San Diego
48-63 Phillips Graduate Institute Encino

48.5 The Wright Institute Berkeley

49 (73 qtr.) Antioch University Marina Del Rey
49 Golden Gate University San Francisco
49 University of San Diego San Diego

49 University of San Francisco San Francisco
49 Argosy University Point Richmond
49 (74 qtr.) California State Polytechnic University Pomona

49 (74 qtr.) Institute of Transpersonal Psychology Palo Alto

49 (74 qtr.) Southern California Seminary El Cajon

50 (74.5 qtr.) Trinity College of Graduate Studies Anaheim

50 Alliant International University Sacramento

50 California Lutheran University Thousand Oaks
50 Mount St. Mary’s College Los Angeles

50 Argosy University Santa Ana
50-51 (75-77 gtr.) | Humboldt State University Arcata

50-60 CSU, Fullerton Fullerton

51 (76 qgtr.) Professional School of Psychology Vacaville

51 (76 qgtr.) Ryokan College Los Angeles

51 Alliant International University Irvine and San Diego
51 CSU, Stanislaus Turlock

51 University of Southern California Los Angeles
51-60 San Francisco State University San Francisco
52 Vanguard University of Southern California Costa Mesa

52 (78 qgtr.) Loma Linda University Loma Linda

52 (78 qgtr.) National University San Diego

52 (78 qgtr.) Santa Clara University Santa Clara
52-55 (78-82 gtr.) | CSU, San Bernardino San Bernardino
53 Hope International University Fullerton

53 Loyola Marymount University Los Angeles
53-56 Saybrook Graduate School and Research Center San Francisco
53-61 (79-92 gtr.) | John F. Kennedy University Pleasant Hill
54 Chapman University Orange

54 University of Phoenix All 5 locations
54 (81 qtr.) Church of God Theological Seminary Oakland

*Quarter units converted to semester units by dividing by 1.5 and rounding to the nearest one.

June 4, 2007




Units* School Name Location

55 University of La Verne La Verne

57 Holy Names University Oakland

57 New College of California San Francisco
57 HIS University Corona

57 (86 qtr.) Institute of Imaginal Studies Petaluma

59 (88 qtr.) Santa Barbara Graduate Institute Santa Barbara
60 Azusa Pacific University Azusa

60 California Baptist University Riverside

60 California Institute of Integral Studies San Francisco
60 CSU, Fresno Fresno

60 CSU, Northridge Northridge

60 Notre Dame de Namur Belmont

60 Dominican University of California San Rafael

60 Mennonite Brethren Biblical Seminary Fresno

60 San Diego State University San Diego

60 Sonoma State University Rohnert Park
60 (90 gtr.) California Polytechnic University San Luis Obispo
60 (90 gtr.) CSU, Bakersfield Bakersfield
60-61 CSU, Sacramento Sacramento
61 (91 qgtr.) San Diego University for Integrative Studies San Diego

61 CSU, Long Beach Long Beach
61 CSU, Los Angeles Los Angeles
71 (106 qtr.) Fuller Theological Seminary Pasadena
76-78 (Ph.D. Biola University La Mirada
Only)

*Quarter units converted to semester units by dividing by 1.5 and rounding to the nearest one.

June 4, 2007
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To: MFT Education Committee Date: June 6, 2007

From: Paul Riches Telephone: (916) 574-7840
Executive Officer

Subject: Revised Curriculum Draft

Attached to this memo is a “concept draft” of curriculum requirements for marriage and family
therapists (MFT).

In summary, comments indicate that there is much of the current curriculum requirements that
remains useful and meaningful to public practice, but that some added material is needed.
However, the most significant changes focus on transmitting the culture and norms of public mental
health work and principles of the Mental Health Services Act (including recovery, resiliency,
consumer empowerment and participation, evidence based practice, etc.) that need to be infused
throughout the curriculum to show how the core skills and knowledge imparted by the current
curriculum apply. The committee has also heard repeated calls from educators for more flexibility in
the curriculum requirements to allow innovation in curriculum design.

The attached concept draft expands on the draft presented at the last meeting based on comments
received. Itis intended a document to stimulate discussion and begin to bring the committee’s
deliberation to the point of suggesting concrete revisions.

Structurally, the most significant change is the addition of a 60-unit requirement for qualifying
degrees. Current law requires a 48 unit qualifying degree. That change is proposed given the
significantly expanded expectations of MFT graduates. As an element of the increase to 60 units,
the draft adds three units and 75 contact hours in practicum to the requirements because many of
the skills expected of graduates need to be learned and refined in practice experience. The other
notable change is the addition of explicitly addressing the impact of socio-economic status on
human behavior.

Remaining issues to be addressed by the committee are:

1. Reuvisiting the requirements relating to substance abuse and addiction based on current
knowledge and understanding.

2. Addressing the timelines for implementation of the proposed changes.
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Concept Draft for MFT Curriculum
June 2007

§4980.37. DEGREE PROGRAM

(@)

Applicants shall possess a doctor's or master's degree conferred by a school, college or

university accredited by the Western Association of Schools and Colleges, Commission on the
Accreditation of Marriage and Family Therapy Education, or approved by the Bureau for Private
Postsecondary and Vocational Education® in one of the following disciplines:

(b)

(c)

(1) marriage, family, and child counseling,

(2) marital and family therapy,

(3) psychology,

(4) clinical psychology,

(5) counseling psychology,

(6) counseling with an emphasis in marriage, family, and child counseling, or
(7) counseling with an emphasis in marriage and family therapy.

A qualifying doctor’s or master’s degree shall:

(1) Integrate marriage and family therapy principles throughout its curriculum.

(2) Integrate the principles and methods of service delivery in efrecovery model practice
environments and-resiience-throughout its curriculum.

(3) Allow for innovation and individuality in the education of marriage and family therapists.

(4) Encourage students to develop those personal qualities that are intimately related to
effective practice such as integrity, sensitivity, flexibility, insight, compassion, and personal
presence.

(5) Permit an emphasis or specialization that may address any one or more of the unique and
complex array of human problems, symptoms, and needs of Californians served by
marriage and family therapists.

(6) Integrate the understanding of various cultures and the social and psychological
implications of socio-economic position throughout its curriculum.

(7) Encourage students to meet with various consumers and family members of mental health
services so as to understand their experience of mental health treatment ilhess.

In order to qualify for licensure, a doctor's or master's degree program shall contain no less

than 48-60 semester or 72-90 quarter units of instruction that includes, but is not limited to:

(1) Diagnosis, assessment, prognosis and treatment of mental disorders, including severe
mental disorders, including psychological testing.

(2) Atleast 12 semester or 18 quarter units in theories, principles, and methods of a variety
of psychotherapeutic orientations directly related to marriage and family therapy, and
marital and family systems approaches to treatment and how these theories can be
applied therapeutically with individuals, couples, families, adults, children, and groups to
improve, restore, or maintain healthy relationships.

(3) Developmental issues from infancy to old age. This instruction shall include:

! This will be changed to reflect whatever is the final outcome regarding reform of the BPPVE and recent
board actions to sponsor legislation recognizing regional accreditation agencies.



(A) The effects of developmental issues on individuals, couples, and family
relationships.

(B) The psychological, psychotherapeutic, and health implications of developmental
issues and their effects.

(C) Aging and its biological, social, cognitive, and psychological aspects.

(D) A variety of cultural understandings of human development.

(E) The understanding of human behavior within the social context of socio-economic
status and a representative variety of the various cultures found within California.

(4) The broad range of matters that may arise within marriage and family relationships and
life events within a variety of California cultures including:

(A) Child abuse assessment and reporting

(B) Spousal or partner abuse assessment, detection, intervention strategies, and same
gender abuse dynamics

(C) Cultural factors relevant to abuse of partners and family members.

(D) Childbirth

(E) Child rearing, parenting and stepparenting,

(F) Marriage

(G) Divorce

(H) Blended families

(I) Long term care

(J) End of life

(K) Grief

Instruction shall include the psychological, psychotherapeutic, community, and health
implications of these matters and life events.

(5) Cultural competency and sensitivity, including a familiarity with the racial, cultural,
linguistic, and ethnic backgrounds of persons living in California.

(6) An understanding of the effects of socio-economic status on behavior, treatment and
available resources.

(7) Human sexuality including the study of physiological-psychological and social-cultural
variables associated with sexual identity, sexual behavior and sexual disorders.

(8) Provide specific instruction in substance abuse and addiction which shall include each
of the following areas.

(A) The definition of alcoholism and other chemical dependency, and evaluation of the
affected person.

(B) Medical aspects of alcoholism and other chemical dependency.

(C) Current theories of the etiology of substance abuse.

(D) The role of persons and systems that support or compound the abuse.

(E) Major treatment approaches to alcoholism and chemical dependency.

(F) Legal aspects of substance abuse.

(G) Populations at risk with regard to substance abuse.

(H) Community resources offering assessment, treatment and follow-up for the affected
person and family.

() The process of referring affected persons.

(J) The prevention of substance abuse.



(9) California law and professional ethics for marriage and family therapists. This course
shall include, but not be limited to, the following areas of study:

(A) Contemporary professional ethics and statutory, regulatory, and decisional laws that
delineate the profession's scope of practice.

(B) The therapeutic, clinical, and practical considerations involved in the legal and
ethical practice of marriage and family therapy, including family law.

(C) The current legal patterns and trends in the mental health profession.

(D) The psychotherapist/patient privilege, confidentiality, the patient dangerous to self or
others, and the treatment of minors with and without parental consent.

(E) A recognition and exploration of the relationship between a practitioner's sense of
self and human values and his or her professional behavior and ethics.

(10) Psychopharmacology.

(11) No less than six nine semester or aire thirteen quarter units of practicum in a
supervised clinical placement that provides supervised fieldwork experience including a
minimum of £506-225 hours of face-to-face experience counseling individuals, couples,
families, or groups. The practicum shall provide training in the following areas:

(A) applied psychotherapeutic techniques.
(B) assessment.
(C) diagnosis.
(D) prognosis.
(E) treatment of individuals and premarital, couple, family, and child relationships,
including:
(1) dysfunctions,
(2) healthy functioning,
(3) health promotion, and
(4) iliness prevention.
(F) Professional writing including documentation of services, treatment plans, and
progress notes

Educational institutions are encouraged to design the practicum required by this paragraph to
include marriage and family therapy experience in low-income and multicultural mental health
settings.

(e) A degree qualifying for licensure shall include instruction in the following areas:

(1) Case management
(2) Systems of care for the severely mentally ill

4)—(3) Public and private services and supports available for the mentally ill
5)-(4) Community resources for victims of abuse

(5) Disaster/Trauma response

(6) Advocacy for the mentally ill

The instruction required in this subdivision may be provided either in credit level coursework or
through extension programs offered by the degree granting institution.



() The board has the authority to make the final determination as to whether a degree meets all
requirements, including, but not limited to, course requirements, regardless of accreditation or
approval.

(g) Each applicant shall submit to the board a certification from the educational institution
stating that the institution's required curriculum for graduation and any associated coursework
completed by the applicant satisfies the requirements of this section.

(h) The changes made to this section are intended to improve the educational qualifications for
licensure in order to better prepare future licentiates for practice, and is not intended in any way
to expand or restrict the scope of licensure for marriage and family therapists.



BBS

Board of

Behavioral / ‘ j? e m 0
Sciences

1625 North Market Blvd., Suite S-200

Sacramento, CA 95834

(916) 574-7830, (916) 574-8625 Fax
www.bbs.ca.gov

To: MFT Education Committee Date: June 7, 2007

From: Paul Riches Telephone: (916) 574-7840
Executive Officer

Subject: Future Meeting Dates

The committee is scheduled to meet again on Friday, September 28 at a location to be determined.
It is expected that the committee will conclude its work at that meeting. In addition to making final
recommendations to the board regarding the content of the curriculum, the committee will make
recommendations regarding timelines for implementing the proposed changes. Input from the
schools is particularly important in developing the recommendations for implementation.
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To: MFT Education Committee Date: June 6, 2007

From: Paul Riches Telephone: (916) 574-7840
Executive Officer

Subject: Resources

Attached to this memo are a number of resources that have been valuable for staff in gaining some

understanding of the concept of recovery in mental health. They are provided here simply as a
resource to others.
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CHAPTER 4

GENERAL FINDINGS

During the strategic planning process, a series of major themes emerged. The themes constitute a set of
general findings about the state of the workforce and provide a context for understanding the specific

goals, objectives, and actions that are offered as recommendations in the latter sections of this report.

Widespread Concern about a Workforce Crisis

Across the nation there is a high degree of concern about the state of the current workforce and
pessimism about its future. The varied problems and issues are outlined in detail in the Special Topics
section of this report. Below is a sampling of issues designed to highlight some of the most troubling

concerns.

o There is a critical shortage of individuals trained to meet the needs of children and youth, and their
families. As just one example, the federal government has projected the need for 12,624 child
and adolescent psychiatrists by 2020, which far exceeds the projected supply of 8,312. There
currently are only 6,300 child and adolescent psychiatrists nationwide, with relatively few located
in rural and low-income areas (American Academy of Child and Adolescent Psychiatry [AACAP]
Task Force, 2001). There is an even more severe shortage of practitioners trained and
credentialed to treat adolescents with substance use disorders, and only five states require
adolescent-specific knowledge for licensure (Pollio, 2002). There is a significant shortage of
behavioral health professionals who have been trained to work in the nation’s schools. This
particular shortage is critical because, as noted by the President’s New Freedom Commission, the
majority of children who would benefit from behavioral health interventions do not become
engaged adequately with traditional community-based treatment settings, and schools offer
unparalleled access as points of engagement with children to address their behavioral health
needs. By and large, training programs that focus on prevention and treatment within this age
group have not kept pace with current trends in the field. The trends have been shifting toward

strengths-based and resiliency-oriented approaches, systems of care, and evidence-based
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practices (Curie, Brounstein, & Davis, 2004; McLellan & Meyers, 2004; Meyers, Kaufman, &
Goldman, 1999).

o There is a pronounced shortfall in the current workforce of providers with expertise in geriatrics.
This deficit is expected to worsen. Nationwide, only 700 practicing psychologists view older adults
as their principal population of focus, well short of the estimated 5,000 to 7,500 geropsychologists
necessary to meet current needs (Jeste et al., 1999). Similarly, only 640 members of the
American Psychiatric Nurses Association (2002) have a subspecialization in geriatrics. In 2001,
there were only 81 geriatric psychiatry fellows in training in the nation, and 39% of the available
fellowships went unfilled (Warshaw, Bragg, Shaull, & Lindsell, 2002). These figures indicate that
simply adding training opportunities is not enough. In order to address the dramatic shortfall in
trained providers with specialized competencies (many of whom have substantial student loans to
repay), there needs to be a fundamental change in the way that services are organized and
reimbursed.

0 Each year, only 20% of the individuals in the United States who need treatment for substance use
disorders receive it. This is due, in part, to severe difficulties in recruiting and retaining qualified
staff in sufficient numbers (Gallon, Gabriel, & Knudsen, 2003; Hall & Hall, 2002; Northeast
Addiction Technology Transfer Center, 2005). In the most compelling study of this issue,
McLellan, Carise, and Kleber (2003) found a 50% turnover in frontline staff and directors of
substance use disorder treatment agencies in a single year. Furthermore, 70% of frontline staff
members in these agencies did not have access to basic information technology to support their

daily work.

0 The substance abuse prevention sector faces critical workforce issues, which center on the lack of
clear educational and career pathways for workers. This hampers recruitment and contributes to
turnover, as many skilled prevention workers leave the sector in the search for upward career

mobility.

o In rural America, the workforce crisis is particularly acute. More than 85% of the 1,669 federally
designed mental health professional shortage areas are rural (Bird, Dempsey, & Hartley, 2001).
There are 3,075 counties in the country; 55% have no practicing psychiatrists, psychologists, or
social workers, and all of these counties are rural. It has been extraordinarily difficult to recruit,
train, and retain professionals in rural areas. Few training programs for providing behavioral

health in rural areas exist.
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o Figures from the 2000 U.S. Census indicated that 30% of the nation’s population is drawn from the
four major ethnic groups; Latinos, African Americans, Asian American/Pacific Islanders, and
Native Americans. In contrast, the behavioral health workforce lacks such cultural diversity,
particularly in mental health. For example, non-Hispanic Whites currently account for 75.7% of all
psychiatrists, 94.7% of psychologists, 85.1% of social workers, 80% of counselors, 91.5% of
marriage and family therapists, 69.8% of psychosocial rehabilitation practitioners, 95.1% of school
psychologists, 83.8% of pastoral counselors, and 90.2% of female psychiatric nurses (Duffy et al.,
2004). While cross-cultural training has the potential to improve quality of care and service use
among people of color (Fortier & Bishop, 2003), the workforce at large cannot be characterized as

culturally or linguistically competent.

High Levels of Dissatisfaction among Persons in Recovery and Families

Workforce issues are a personal matter for individuals with mental health problems and illnesses and
substance use disorders. While the experiences of the people who receive care obviously vary greatly,
the individuals whose voices were heard during the process of developing this plan expressed strong

dissatisfaction with the workforce.

Many of the complaints carried an air of sympathy for members of the workforce. Individuals receiving
care acknowledged the heavy workloads, large paperwork burden, comparatively low wages, lack of
access to training in state-of-the-art practices, and absence of administrative and technological support
that confront the staff. But they also expressed considerable anger for what many described as the
stigmatizing attitudes within the workforce about persons with mental and addictive disorders. There is
frank concern that many of the professionals and staff members in the field have negative attitudes
toward the very persons they are to serve, and that these attitudes impede the ability of workers to be
respectful of the people receiving care. At times, a more benevolent but still negative interpretation was
offered. It centered on the notion that the workforce is uninformed about recovery-oriented approaches to
care and unreceptive to shared decision-making with persons in recovery, children, youth, and family
members by virtue of having been trained in a model that emphasizes traditional doctor-patient

relationships in which patients are viewed as the passive recipients of the experts’ services.

Perhaps of most concern is the perspective of many persons in recovery, children, youth, and family
members that the emphasis on compassionate and caring therapeutic relationships has been significantly
eroded in behavioral health care. The angriest voices argue that compassion and caring are not eroding
because they weren’t there to begin with in the mental health community. Advocates continue to report
demeaning and dismissive attitudes on the part of treatment professionals as occurring altogether too

often. The IOM (2006) has highlighted the central importance of “continuous healing relationships” in all
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aspects of health care, and such a tradition has deep roots in the treatment of persons with mental
illnesses and substance use disorders. In mental health, for example, training has historically centered
on the development of empathic relationships and working alliances. Whether due to a shift in training
approaches, the multiple burdens on staff, or the emphasis on evidence-based or manualized therapies,
there is considerable concern that the basic human connections between the people providing and the

people receiving care are being lost.

Employer Dissatisfaction with the Preservice Education of Professionals

Another group that has voiced strong concerns comprises managers within organizations that employ the
workforce. Their constant lament is that recent graduates of professional training programs are
unprepared for the realities of practice in real-world settings, or worse, have to unlearn an array of
attitudes, assumptions, and practices developed during graduate training that hinder their ability to
function. University-based training programs and professional schools, despite their academic base, are
largely viewed as out of touch with the realities of contemporary practice and as failing to provide
substantive training in evidence-based practices. These concerns exist regardless of the professional
discipline. It is simply difficult to overstate the level of concern among workforce employers about the

current relevance of professional education in the behavioral health disciplines.

Change Occurs with the Generations

There is general recognition in health care of the long delay between the emergence of evidence for the
effectiveness of prevention or intervention strategies and their widespread adoption. This phenomenon
exists in behavioral health and may be due, in part, to the fact that change in practice patterns is tied to
the changing generations of practitioners within the field. Change occurs with the generations, which

accounts for the 20-year lag that characterizes the transition from “science to services.”

Underlying this dynamic is the fact that educational systems in behavioral health, as in most of health
care, emphasize the teaching of specific practices. The teaching is focused on content rather than on the
process of continuous learning. Students learn certain skills and seem to practice them throughout their
career, rather than “learning to learn” as a foundation for a lifelong process in which the evidence on
effective interventions is continually re-examined, with personal practice patterns shifting in response to

the changing evidence.
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Multiple Silos and an Absence of Coordination

The recent report from the IOM (2006) particularly noted the myriad disciplines, differing levels of training,
and variability across states in licensing and credentialing the diverse groups that constitute the
behavioral health workforce. A labyrinth of organizations, associations, councils, and committees also
shapes the training and oversight processes for various segments of the workforce. Diversity can be an
asset, but the disciplinary “silos” that are firmly in place appear to impede interdisciplinary training and
experience, despite the heavy emphasis on interdisciplinary, team-based practice in systems of care.
Furthermore, there is little cooperative or coordinated effort among the disciplines on workforce efforts,
such as the development and assessment of competencies, despite the fact that there are many shared

competencies across the diverse sectors of the workforce.

Another version of the fragmentation in the field consists of the divide and tensions between the mental
health and addiction sectors, with a similar gulf between the areas of behavioral health treatment and
prevention. These rifts have major negative consequences. It is difficult to promote change in any large-
scale measure throughout the nation’s behavioral health care system because of the multiple divisions
and the tendency of each discipline or sector to work in isolation. But perhaps more tragic is that no
discipline or sector has adequate resources to pursue on its own a robust agenda for quality
improvement, including workforce development. The ultimate negative consequence of the legacy of
these silos is that pioneering work by one discipline or sector remains largely unknown to the rest of the
field; given the missed opportunities to collaborate and build on each other’s work, there is little synergy

of effort.

A Narrow Focus on Urban White Adults

A comprehensive review of workforce issues and needs in the diverse sectors of the behavioral health
field brings into stark relief the narrow focus that pervades the field and, in turn, its workforce. Prevention
and intervention strategies have been developed and tested principally through research by individuals
who are Caucasian residents of America’s metropolitan centers. The vast majority of intervention
strategies have been designed principally for young and middle-age adults, and have excluded children
and older Americans. Similarly, the participants in effectiveness and efficacy studies largely have been
non-Hispanic, White adults residing in the nation’s urban and suburban cores. The vast majority of
individuals who provide prevention and treatment services similarly are non-Hispanic Whites and are

clustered in the major population centers.

A life-span approach is markedly missing throughout this field and manifests itself in workforce

development, as relatively few individuals are trained to meet the needs of America’s children, youth, and
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elders. The unique needs of the country’s rapidly growing ethnically and racially diverse populations also
receive sparse attention, with parallels in a behavioral health workforce that lacks cultural and linguistic
diversity and cultural competence. Similarly ignored are the unique circumstances of Americans in rural
and frontier areas, where traditional approaches to workforce development, centered on “programs and

professionals,” simply fail to address local needs.

A Scarcity of Data on the Workforce and its Development

While estimates vary, it appears that as much as 80% of behavioral health expenditures are in human
resources. Given the core role of the workforce in prevention and treatment, there is a striking lack of
data about the workforce and about workforce development practices. The scattered information that
does exist has no uniformity, which hinders cross comparison or aggregation of the data to examine
trends. Furthermore, the reliability of much of these data is open to question. There is little consensus
about key workforce variables, and there are few benchmarks that organizations can use as a reference

point in assessing the magnitude of their workforce problems or the success in addressing the problems.

As the Annapolis Coalition and advisors managing the planning process sought evidence on effective
workforce development practices, it became abundantly clear that the workforce is seldom the focus of
research. There certainly have been a range of scholarly articles and reviews on the workforce topic;
most, however, contain no data or data that are simply descriptive in nature. Even on critical topics such
as the retention of staff, there is little data drawn from carefully executed research or evaluation on which

to identify effective practices.

A Propensity to do What is Affordable, Not What is Effective

Most behavioral health organizations feel under siege, given the multiple demands for improved access to
and quality of treatment and prevention services amid worsening economics surrounding the provision of
those services. In such an environment, the need to train and support the workforce is generally
recognized, but not made a priority. A peculiar dynamic has emerged in many settings that involves
token efforts to develop the workforce, even though managers recognize that the efforts are inadequate
and unlikely to have significant effects. The most glaring example is the provision of, didactic, in-services
or workshops. These constitute the most common approach to staff training and development, even
though there is clear evidence that such sessions are ineffective in changing the practice of the workers
who participate. In a parallel fashion, many organizations have introduced training in evidence-based
practices to frontline staff without being able to educate or train supervisors and managers in the
practices, and without being able to provide the ongoing training, consultation, and staff development that

would be required to accomplish and sustain adoption of the practices within the organization.
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The Field is Hungry for Workforce Tools

With broad recognition of a workforce crisis, there is a palpable demand in the field for practical models,
strategies, and tools to address the myriad problems. Employers of the behavioral health workforce, by
and large, are interested in moving rapidly to improve recruitment, training, and retention, but are finding
relatively few interventions or models that are well described, portable, and easily adaptable to different

settings.

Pockets of Workforce Innovation that are Difficult to Sustain or Disseminate

Across the nation, selected states and organizations are creatively addressing workforce problems.
These initiatives can best be described as pockets of innovation, as systematic and substantive efforts to
bolster the workforce remain the exception rather than the rule. Many of the workforce efforts detected
during the planning process appeared to be sorely underfinanced because there are few sources of
dedicated funding for workforce development. Thus, workforce initiatives are difficult to sustain in a single
organization or jurisdiction, let alone to disseminate and replicate in other jurisdictions. Most innovations

simply remain unknown to colleagues in the field who are grappling with similar issues.

The Workforce Crisis Extends Throughout Health and Human Services

While there are aspects of the workforce crisis in behavioral health care that are unique, the existence of
such a crisis is common to multiple areas of health and human services. Recruiting and retaining capable
frontline staff has been a crippling problem in the developmental disabilities field (Larson & Hewitt, 2005).
The workforce crisis in the field of child welfare, where staff with minimal training is asked to help families
burdened by multiple medical, social, and financial problems, has been described in graphic and sobering
detail by the Annie E. Casey Foundation (2003). The recruitment and retention of nurses in all areas of
health have received national attention and federal- and state-level intervention. Recent national reports
have highlighted the growing crisis in recruiting individuals to pursue careers as pharmacists (DHHS,
2000) and in public health (Association of State and Territorial Health Officials [ASTHO], 2004). The
national crisis of confidence regarding the safety and quality of health care (IOM, 2000, 2001) is largely
responsible for the recent efforts in medicine, across all disciplines, to identify core competencies and

demonstrate the competency of those within their ranks.

General Findings page 69



Hope for the Future

Despite the dire state of the workforce, there are a number of causes for optimism about the future. Many
dedicated members of the workforce and committed leaders in the behavioral health field understand the
critical need to seriously address the many issues outlined in this Action Plan. The workforce problems
are now receiving federal, state, and local attention. The existing pockets of innovation are good starting
points and building blocks for more comprehensive and systematic solutions to current workforce

dilemmas. The field can and must move forward and tackle this challenge.
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CHAPTER 6

GOAL 1: Significantly expand the role of individuals in recovery, and their
families when appropriate, to participate in, ultimately direct, or accept
responsibility for their own care; provide care and supports to others; and
educate the workforce.

One of the most profound changes in contemporary health care has been the emergence of the concept
of patient-centered care. The IOM (2001), in its seminal report Crossing the Quality Chasm: A New
Health System for the 21% Century, identified patient-centeredness as one of the six aims for health care
improvement. The concept was defined as “...providing care that is respectful of and responsive to
individual patient preferences, needs, and values and ensuring that patient values guide all clinical
decisions” (IOM, 2001, p. 40). Ironic as it may seem, health care historically has not been patient-
centered. Providers and the systems in which they work dominated decision-making processes;
individual differences among the persons receiving care were largely ignored, and little information was

provided to individuals and their families about illnesses and treatment options.

Individuals and their families are increasingly informed about health and health care. Recipients of
services increasingly are bringing information to their providers, asking for information, and insisting on
having a greater role in decisions about their care. While progress has been made on this front, the ideal
of an individual and family fully informed and actively involved in decision making still occurs far too
infrequently (IOM, 2001).

Evolving Roles in Mental Health and Addictions

Significant historical differences have existed between the mental health and addiction sectors regarding
the roles of individuals and families. Treatment interventions for persons with substance use disorders
carried a tradition of nonmedically driven approaches in which the client has been expected to assume
significant responsibility for his or her recovery, and persons in recovery largely staffed treatment
programs. In sharp contrast, the mental health field historically has centered on the medical model in its

approach, emphasized the expertise and influence of a professional workforce, and considered
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consumers and their families as recipients of the care or treatment selected by professionals. While
these historical differences are important, there is evidence of convergence toward an approach in which
the contributions of professionals and of persons in recovery and their families are simultaneously valued
and emphasized. In the addictions sector, there is a growing emphasis on evidence-based practice,
competencies, and the development of a professional workforce to deliver care, while also retaining and
valuing the contribution of persons in recovery as members of the workforce. In mental health, a forceful
consumer movement has been a counterbalance to the autonomy and independence of professionals;
the consumer movement has emphasized consumer roles in treatment decisions as peer volunteers, as
paid employees in the workforce, and as members of the governing boards of provider organizations and
service systems. Simultaneously, families have made their voices heard as they have demanded
information, influence in treatment decisions, and greater access to care, quality of care, and safety of

services provided.

Senior advisors to the Annapolis Coalition grappled with the traditional and divergent ways in the
behavioral health field of conceptualizing and describing the therapeutic relationship between persons in
recovery and persons providing care. The advisors, hoping to move toward some common ground
around the goal of improved care, made every effort to resolve, or at least address, the philosophical and
language differences that often divide the field. Success in this effort was substantial, yet clearly only
partial. The process revealed a common thread in all sectors and traditions, which is a core respect for
the individual and family in need of care, and a desire to strengthen the notion of a partnership between
those needing and those providing care. It is a partnership in which caregivers, whatever their training
and professional status, have essential knowledge and skills to offer, and in which clients, consumers, or
patients bring to the process their self-knowledge, values, and wisdom drawn from the lived experiences

of mental and addictive disorders and efforts to achieve recovery.

The language and conceptual difficulties are compounded by the variability in the presentation, course,
and severity of mental health and addictions conditions among individuals. For example, there are points
in the experience of nearly all severe behavioral health conditions at which the capacity of the individual
to fully participate in treatment decisions may be impaired. Thus, differing levels of intervention are
required, and each must remain exquisitely sensitive to the dignity and personhood of the recovering

individual.

The role of families also is complicated. Family members of children and young adults never lose their
role as parent or sibling, and yet they are in a very real sense both primary caregivers and individuals in

need of support to sustain their own health and well-being. For adults with mental health conditions, the
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situation is even more complex because the family’s role in treatment may be limited by the desires or

needs of the client.

Persons in Recovery and their Families as Members of the Workforce

From the perspective of workforce planning and development, priority attention must be given to the fact
that persons in recovery and their families have an enormous role in caring for themselves and each
other. The amount of services provided by behavioral health professionals and other health and human
service providers pales in comparison to the amount of self-care, peer support, and family caregiving that
is rendered continuously. Individuals with mental health and addiction problems, along with their families,
are a human resource that has been too often overlooked or underutilized. A core strategic goal must be
to recognize persons in recovery and their families as part of the workforce and to develop their capacity
to care for themselves and each other effectively, just as attempts are made to strengthen the

professional workforce.

Goal 1 in this Action Plan is to greatly expand the role of persons in recovery and families as part of the
workforce. Five major objectives have been identified to achieve this goal, each of which is discussed in
the sections that follow. The first objective is to create fully informed individuals and family members by
providing better educational supports. Shared decision-making is a second objective, to be accomplished
by training individuals, families, and their providers in collaborative approaches to care. Two additional
objectives focus on formal roles in the workforce for persons in recovery and family members through
expanded peer- and family-support services and increased employment of these individuals as paid staff
in prevention and treatment systems. A final objective, engaging persons in recovery and family
members as educators of the workforce, is designed to shape the education of providers and, again,

foster more collaborative relationships between the people receiving and providing care.

Objective 1: Provide information and education to individuals in care or recovery and their
families to enable them to fully participate in or direct their own care and to assist and support

each other.

There have been notable efforts to provide information and education to persons in recovery and family
members. Examples in the area of substance use disorders treatment include the long-standing work of
the Hazelden Foundation and the Johnson Institute. In mental health, the recent work of organizations
such as the National Alliance on Mental lliness (NAMI), Children and Adults with Attention
Deficit/Hyperactivity Disorder (CHADD), and the Depression and Bipolar Support Alliance (DBSA) to

educate clients or consumers and family members is particularly noteworthy.
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Despite these efforts, there is a general consensus that most individuals and family members with
behavioral health needs lack adequate and timely information about illness and treatment options. Much
of the information available is not considered user friendly. Furthermore, just as in professional
education, there is a serious lag in making the findings or implications of recent studies available to those
seeking help. Providing accurate and scientifically sound information to persons in recovery and family
members is a core objective and an essential step in supporting their efforts to care for themselves and

each other.

A requisite action step is to create mechanisms for developing or updating educational materials that are
peer reviewed, scientifically sound, and tailored to individuals of diverse cultures, languages, and points
across the life span. Parents also warrant special attention; they require unique information and

education because of their evolving roles and needs as their children develop and transition to adulthood.

Several action steps are recommended to make educational materials accessible. They include using
multiple media formats and creating a central clearinghouse from which individuals can directly access
current information or link to sources of reliable educational materials. This action should be
complemented by a searchable database of recent research findings that presents information in
layman’s language. Public and private health care payers should ensure that persons covered through
health plans are provided with links to readily accessible information. State behavioral health agencies
each should have an explicit system or structure for educating the public, including individuals receiving

state-supported services.

Providers should be trained in communication skills with individuals and their family members, including
the art of providing information. In large part, this training should be delivered by persons in recovery or
family members, who are uniquely qualified to educate the workforce about the needs and perspectives
of the individuals who will be receiving the information. All approaches to disseminating information must
address issues of timing and need for repetition. A frequently heard complaint among persons in
recovery and their families is that information is typically offered once, if at all, or in a cursory manner
during a crisis, when neither the person in recovery nor a family member is likely to retain the information,

however useful.
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Objective 2: Develop shared decision-making skills among individuals receiving care and their

families and service providers.

Education provides a foundation from which persons in recovery and their families are better prepared to
exert more influence over their care. Evidence-based practice, as developed in general medicine, places
a heavy emphasis on provider and patient collaboration in treatment decisions, informed by the best
available and most relevant information for that individual (Guyatt & Rennie, 2002; Sackett, Straus,
Richardson, Rosenberg, & Haynes, 2000). This concept of shared decision-making has been emerging
as a model in multiple areas of health care (Charles & Demaio, 1993), including prevention (Sheridan,
Harris, & Woolf, 2003), the treatment of persons with cancer (Cassileth, Zupkis, Sutton-Smith, & March,
1980), and diabetes care (Greenfield, Kaplan, Ware, Yano, & Frank, 1988).

The term shared decision-making has not been widely used in behavioral health (Hamann, Leucht, &
Kissling, 2003), but it has roots in the field, embedded in efforts to assess client preferences, provide
client-centered care, and implement self-directed care (Adams & Drake, 2006). The Annapolis Coalition
recommends that efforts be expanded to further develop and widely disseminate this approach in the
behavioral health field. This would entail adopting promising practices from other areas of health care
and building on emerging models within the field, such as illness management and recovery (Mueser et
al., 2002; Mueser et al., 2006) and person-centered (or family-focused and youth-guided) treatment
planning (Adams & Grieder, 2004).

Increased adoption of these collaborative approaches will require training targeted not only to providers
but also to persons in recovery and family members. Provider-focused trainings will target skills related to
communication, building a therapeutic alliance, and eliciting and responding to questions and concerns of
individuals and their families; client-focused interventions will facilitate the sharing of opinions and
concerns (Adams & Drake, 2006). In addition to these skills-development approaches, the Coalition
recommends attention to a range of documentation requirements, accreditation and licensing standards,
and reimbursement practices that could be modified or adopted as action steps to support and reinforce

shared decision-making practices.

Shared decision-making approaches are intimately related to issues regarding engagement in treatment
(Adams & Drake, 2006). The substance use disorders community has focused successfully on the
engagement issue by developing strategies such as motivational interviewing (Bernstein et al., 2005;
DeJonge, Schippers, & Schaap, 2005; Hettema, Steele, & Miller, 2005). These strategies should be
incorporated more broadly into provider training and skills development.
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Objective 3: Significantly expand peer- and family-support services and routinely offer them in

systems of care.

The role of peer supports and self-help has been at the foundation of substance use disorders treatment
for decades. In mental health, formal peer- and family-support programs have a more recent history, yet
there has been substantial growth in these approaches over the past decade. Fostering a strong and
expanded role for persons in recovery and family members in formally helping their peers is a core

workforce objective.

For the adult mental health community, this objective has special meaning; the emergence of peer
supports as a Medicaid reimbursable service has become a major theme in system reform. There is an
emerging body of evidence supporting peer services for persons with serious mental illnesses (Campbell
& Leaver, 2003; Sabin & Daniels, 2003; Solomon & Draine, 2001). The evidence from implementing
Medicaid reimbursable services in state systems such as Georgia and South Carolina adds support to the
movement. It is recommended that all states pursue implementation of Medicaid reimbursable peer
support. To foster this development, the federal Centers for Medicare and Medicaid Services (CMS)
should work with its regional officers, states should develop relevant regulations for their Medicaid plans,

and work must continue on identifying competencies and developing a curriculum for peer specialists.

On a parallel track, systems need to devise strategies to support the expanded use of volunteers,
whenever possible. The 12-step and other mutual aid communities have values and traditions that
mandate voluntary service, and many persons in recovery and family members are not interested in paid
positions within systems of care. Their contributions cannot be slighted, or worse, thwarted by policies or

practices that ensue from efforts to expand peer-support programs tied to Medicaid.

It is essential that family support initiatives, such as the Family to Family program developed by NAMI, be
substantially expanded. Training in peer- and family-support models should be routinely available in all
provider settings. Furthermore, these approaches to providing support must be adapted to the unique
needs of individuals of color, non-English-speaking populations, and residents of rural communities.
Finally, a more robust research and evaluation agenda should be mounted to ensure that emerging and
promising practices in peer and family support receive adequate focus in the nation’s effort to identify,
develop, and fund evidence-based practices.

Though addressed elsewhere in this document, it is important to note that participants in the planning

process called for all persons in recovery, family members, and providers to receive support. The
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repeated message was that recovery can be stressful and demanding, regardless of one’s role in the
process. The benefits of peer support are not limited to individuals with a diagnosis or disorder.

Objective 4: Increase the employment of individuals in recovery and family members as paid staff

in provider organizations.

The substance use disorders treatment community has far outstripped the rest of behavioral health in
employing persons in recovery. However, all sectors of the behavioral health field have work to do to
ensure that people in recovery are provided opportunities to enter the paid workforce, not only in positions
identified as peer-support roles, but in standard or traditional workforce positions as well. A special
challenge is to provide meaningful career ladders for people in recovery, so that they can not only enter
but also remain in the field and continue to grow personally and professionally. Individuals in recovery
and family members should hold supervisory and management positions within prevention and treatment

organizations, in addition to the frontline, direct care positions for which they are so often recruited.

The realities of achieving increased employment of persons in recovery and family members are complex
and will require creativity and flexibility in dealing with issues such as the education and licensure
requirements for selected positions, as well as workforce-related provider accreditation standards. It will
also require the creation of reimbursement policies that go beyond academic preparation and licensure as
eligibility requirements for compensation. There is a strong need to recognize and pay for the services of
individuals who bring life experience as a qualification and have demonstrated their competency in

nontraditional ways.

To monitor and drive progress on this objective, all provider organizations, systems of care, and state
behavioral health agencies should formally monitor the number and percentage of self-identified persons
in recovery and family members that they directly employ or fund through contracts. Specific targets
should be set on this objective within each organization and pursued through a comprehensive plan to
recruit and orient peer and family employees, and most critically, to support individuals once they are

engaged in these roles.

Objective 5: Formally engage persons in recovery and family members in substantive roles as

educators for other members of the workforce in every provider training and education program.

One of the largest gaps in the field is the absence of individuals in recovery and their families as teachers

of the traditional workforce about the experience of illness and treatment and the process of recovery.
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These rich perspectives from lived experience are undervalued and are seldom provided in traditional
academic preparation or continuing education. The conversation changes profoundly when people in
recovery and their families are included as faculty in workshops or academic course work. Such
inclusion, particularly in early phases of training, has the potential to foster a sense of partnership and
collaboration, and to counter the paternalist attitudes and approaches that are taught in traditional
academic curricula. This is less of an issue in substance use disorders training, given the historical
engagement of persons in recovery as treatment providers. Yet, there is room to expand the role of these
individuals as teachers.

A number of concrete strategies can further this objective. First, the educational accreditation bodies of
the traditional behavioral health disciplines should endorse inclusion of individuals in recovery and family
members on the faculties of their professional training programs and monitor the extent to which this
actually occurs in a meaningful fashion. The leaders of state and county mental health and addiction
systems can mandate that all trainings2 paid for with state or county funds include presentations by
members of the recovery community and their families. At the federal level, participation of persons in
recovery and families could be required in the design, delivery, and evaluation of all federally sponsored
training related to behavioral health. Similarly, organizations that accredit continuing education could

require that selected course offerings be designed so as to include consumer and family educators.
Conclusion

Inherent in the concept of transforming the mental health system, as the New Freedom Commission on
Mental Health called for in 2003, is a shift in power. Emerging approaches to care in behavioral health
involve shifts in the locus of decision making and forming more equal partnerships between persons in
recovery and family members, and providers. Many individuals who participated in the development of
the Action Plan considered this strategic goal, focused as it is on an expanded role for persons in
recovery and family members, to have the greatest potential to transform systems of care, especially
within mental health. Persons in recovery and family members too often are unrecognized as members
of the workforce. They currently make enormous contributions caring for themselves and each other, but
they can have even greater impact if provided with information, skills in shared decision-making,
opportunities to provide formal peer and family support, and a role in educating the traditional workforce.
Given what appears to be an insurmountable gap between the demand for and supply of traditional

providers, engaging individuals with the most at stake in roles that are more meaningful and effective

% There would be obvious exceptions for technical or organizational training matters or the use of content-
specific instructors (e.g., epidemiologists, pharmacists, etc.).
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provides the additional hope of reaching many individuals who have not connected with traditional

systems of care.
Just as persons in recovery and family members are unrecognized members of the workforce, so too are

communities. The role of communities in the workforce, a second potentially transformational strategic

goal, is addressed in the following chapter.

Table 6.1: Objectives & Actions for Goal 1

GoAL 1: Significantly expand the role of individuals in recovery, and their families when
appropriate, to participate in, ultimately direct, or accept responsibility for their own care;
provide care and supports to others; and educate the workforce.

Objective 1: Provide information and education to individuals in care or recovery and their
families to enable them to fully participate in or direct their own care and to assist and support
each other.

Action 1: Identify and make available to people in care and their families a body of peer-
reviewed, scientifically sound, culturally and linguistically relevant materials in a variety of
formats (text, video) and languages, and make these materials accessible to people with
different educational levels.

Action 2: Routinely provide families and other natural caregivers and supporters information
about optimal ways to help and support loved ones with behavioral health conditions; this
information is developed and provided by consumers, family members, educators,
researchers, and providers working in partnership(s) and reflects the range of cultural and
linguistic differences of the country.

Action 3: Routinely engage persons in recovery and family members in teaching providers
how best to work with persons seeking recovery from the perspective of the lived experience
of mental or substance use conditions.

Objective 2: Develop shared decision-making skills among individuals receiving care and their
families and service providers.

Action 1. Expand the knowledge base about shared decision-making.

Action 2: Make person-centered (or family-focused or youth-guided) treatment planning the
norm in behavioral health interventions.

Action 3: Make consumer, family, and provider education a part of every provider interaction —
no matter how often the provider has seen the consumer or family.
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Objective 3: Significantly expand peer- and family- support services and routinely offer them in
systems of care.

Action 1: Implement certified peer specialist (CPS) services as Medicaid reimbursable in all
states by 2010.

Action 2: Expand the use of volunteer and grant-funded peer-support programs where
indicated.

Action 3: Expand family support services (such as the NAMI Family to Family program and
similar programs) in all provider settings, and adapt these programs to meet the needs of
diverse communities (based on race, class, sexual orientation, geographic isolation, and
language).

Action 4: Continue to build the evidence base on peer-support practices.

Action 5: Create opportunities for providers to support each other emotionally. (The
emotional demands of their jobs are intense, and support among providers would be an
excellent way to build resilience.)

Objective 4: Increase the employment of individuals in recovery and family members as paid
staff in provider organizations.

Action 1. Develop mandates and standardized reporting mechanisms for self-identified
consumers and family members employed as providers in non-peer-support positions, as well
as in peer-support positions.

Action 2: Advocate for CMS endorsement of the use of appropriately trained individuals in
recovery or family members as providers under state Medicaid plans.

Objective 5: Formally engage persons in recovery and family members in substantive roles as
educators for other members of the workforce in every provider training and education program.

Action 1. Propose that national oversight bodies for each of the major behavioral health
disciplines endorse inclusion of individuals in recovery and family members on the faculties of
their pre-professional training programs.

Action 2: Propose that national educational oversight organizations that accredit residencies
and practica endorse the use of individuals in recovery and family members as preceptors or
consultants to preceptors.

Action 3: Include individuals in recovery and family members in the design, oversight,
delivery, and evaluation of all state-sponsored training.

Action 4: Include individuals in recovery and family members in the design, oversight,
delivery, and evaluation of all federally sponsored training.

Action 5: Include a course led by consumers and family members regarding recovery from the
consumer and family member perspective in all provider-sponsored continuing education
programs.

Action 6: Encourage providers, states, and organizations to use teams of consumers and
providers to offer continuing education.
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CHAPTER 9

GOAL 4: Increase the relevance, effectiveness, and accessibility of
training and education.

Throughout this planning process, all types of stakeholders expressed major concerns about the nature of
training and education currently offered to the workforce. In virtually every setting in which the Coalition
sought input for the Action Plan, three themes resounded: the content of current training and education
offerings often is not relevant to contemporary practice; teaching methods are ineffective in changing the
actual practice patterns of the workers being trained; and access to training and education is often quite
limited, particularly in rural communities and for culturally diverse populations. The concerns applied to
preservice professional training, the initial training offered to direct care paraprofessional staff, and the
continuing education of all members of the workforce. The concerns were not specific to a particular
sector of the field or discipline, but were described as generally applicable to the field as a whole. There
also were many concerns about the absence of educational supports for persons in recovery, children,
youth, and families. These issues have been addressed explicitly under Goal 1 (Chapter 6) and are not
repeated below.

National Concerns about Heath Professions Education

Concerns about the current state of education and training are not peculiar to behavioral heath.
Nationally, there has been widespread unease about the education of the general health care workforce.
The IOM, in its seminal report Crossing the Quality Chasm (IOM, 2001), noted the dramatic changes in
service delivery in the United States that require new skills among those working in delivery systems.
The changes include the shift in emphasis from acute care to chronic care, the rapidly expanding
evidence base, the increasing use of team-based and other complex service delivery structures, and
more collaborative patient-clinician relationships. The report further noted that the basic approach to
health care education has not been revamped since 1910 in response to the issuance of the Flexner
Report on medical education (Flexner, 1910). The static nature of health care education is of major
concern to medical school deans, three quarters of whom acknowledge that fundamental change in the

current approach to medical education is required.
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To stimulate needed reforms, the IOM subsequently convened a committee and a national,
multidisciplinary summit on education. The final report from this process, titled Health Professions
Education: A Bridge to Quality (IOM, 2003), offered a vision for workforce education to support 21

century health care systems:

All health professionals should be educated to deliver patient-centered care as
members of an interdisciplinary team, emphasizing evidence-based practice,

quality improvement approaches, and informatics. (p. 3).

The authors of the IOM report argued for a training focus on the five core competencies that are
embedded in this vision. They suggested that change within educational systems be leveraged by
working with the oversight organizations that accredit, certify, and license training programs, service

programs, and individual practitioners.

Issues Surrounding Behavioral Health Education & Training

Graduate education has been the cornerstone of professional workforce development in mental health
and, increasingly, in the addictions sector. There is a strong foundation to graduate education, derived
from nearly a century of educational experience. However, there is a widely held perception that
graduate training has not kept pace with recent changes in the field, producing a “training gap” (Borus,
1994; Brooks & Riley, 1996; Feldman & Goldman, 1997; Hoge, 2002; Hoge, Jacobs & Belitsky, 2000;
Hoge, Jacobs, Belitsky, & Migdole, 2002; Lewis & Blotcky, 1993; Meyer & McLaughlin, 1998; Morris &
Hanley, 2001; Raskin & Blome, 1998; Sabin, 1991; Sabin & Borus, 1992; Strom-Gottfried, 1997; Stuart,
2001).

Despite the fact that most graduate training occurs in academic settings, it is ironic that this training often
is inadequately grounded in the scientific evidence base regarding prevention and treatment. Evidence-
based practice is the conscientious, explicit, and judicious use of the best evidence gained from
systematic research for the purpose of making informed decisions about the care of individuals (Sackett,
Rosenberg, Gray, Haynes, & Richardson, 1996). It blends a practitioner’s clinical expertise with the best
available research evidence. It is also a method of self-directed, career-long learning in which the
clinician continually seeks the best possible health outcomes and implements effective interventions
based on the most current research evidence. Such evidence reflects verifiable, replicable facts and
relationships that have been exposed to stringent scientific criteria. This research has less potential for
bias than other bases for practice, in particular, the traditional “that’'s how we’ve always done it” basis for

practice.
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It is important to remember, however, that not all clinical practice is based on science. Many aspects will
not or cannot be adequately tested empirically. Furthermore, clinical acumen or intuition is important,
particularly with respect to certain clinical situations in which scientific inquiry may be unable to give clear
guidance on the variables related to clinical decisions. In these cases, the judgment developed from
experience is even more essential. Finally, new ways of thinking take the field beyond evidence-based
practice. It has been suggested that there is evidence-supported, evidence-informed, and evidence-

suggested practice, as well as evidence-based practice.

The explosion of knowledge in the field makes it difficult for educational programs to remain current. The
gap in knowledge and practice is exacerbated by the slow evolution of curricula in academia and the
reluctance in many professional programs to train students in evidence-based or empirically validated
treatments (Crits-Christoph, Chambless, Frank, Brody, & Karp, 1995). For example, a recent survey by
Weissman and colleagues found that 67% of doctoral-level clinical psychology programs and 62% of
social work programs did not require didactic and clinical supervision in any evidence-based
psychotherapy (Weissman et al., in press). Similarly, practice guidelines, which draw on expert opinion to
translate the evidence base into practical recommendations regarding treatment options, appear not to be
used or taught widely in course work, supervision, and clinical placements (Yager, Zarin, Pincus &
Mclntyre, 1997).

Graduate programs have been slow to respond to numerous critical trends in practice, such as shared
decision-making with persons in recovery, youth, and families; prevention, rehabilitation, and resilience-
and recovery-oriented approaches to care; peer support; outreach; home-based services; systems of
care, managed care; and patient safety. Training continues to be conducted in disciplinary silos, despite
the fact that there is an emphasis in the field on interdisciplinary team-based practice, a substantive
literature on inter-professional education, and historical attempts to promote interprofessional
collaboration (American Psychological Association Office of Rural Health, 1995; Casto & Julia, 1994;
Richards, 1996; Zlotnik et al., 1999). Perhaps most distressing is that among graduate programs focused
principally on mental health, few are providing adequate training on substance use and co-occurring
disorders, despite the overwhelming evidence of the prevalence of these conditions and the frequency
with which individuals with such conditions seek help from mental health practitioners (Harwood,
Kowalski, & Ameen, 2004).

As a consequence of the slow response of academia to the changing health care environment, the
leaders of provider organizations that employ the workforce almost universally view new graduates as ill

prepared for critical aspects of practice (Blumenthal, Gokhale Campbell, & Weissman, 2001; Shueman &
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Shore, 1997). This makes the transition from training to practice particularly difficult for the new graduate
and the employer (Gabbard, 1992), with an estimated 2 years of post training experience required to

develop the requisite knowledge and skills (Blumenthal & Their, 1996).

There are many dedicated faculty in academic settings, but it is important to note that they are seldom
rewarded for excellence in teaching and frequently are not even compensated for their educational
activities. Many faculty report feeling constrained by the discipline-based training accreditation standards,
which are slow to evolve and tend to be highly prescriptive in the areas of training content and required
training experiences. Faculty efforts at reform are further hampered because training is often embedded
in complex and highly bureaucratic university and health system settings, which also are slow to change.
Support and development of faculty and educators remain critical areas of need if workforce development
in the behavioral health field is to advance. The work on interdisciplinary faculty development in
addictions through Project Mainstream, administered by the Association for Medical Education and
Research in Substance Abuse (AMERSA at http://www.amersa.orq) and supported by the Health

Research and Services Administration (HRSA) and CSAT, is one exceptional model that should be
studied and emulated by other sectors of the field (Haack & Adger, 2002).

Beyond the many issues surrounding graduate education and faculty development are other daunting
training problems in behavioral health. Large portions of the direct care workforce are not graduate-level
prepared, and yet these workers receive little substantive orientation or training about behavioral health
problems and their treatment. Of further concern is that continuing education for all segments of the
workforce tends to rely on single-session, didactic approaches which have proven ineffective in changing
workforce practice patterns. Finally, the positive effects of training too often are thwarted when the
environment in which the trainee works fails to support or perhaps even hinders the use of newly learned
skills. Each of these critical issues is addressed in the context of a series of objectives and actions

designed to strengthen workforce training and education.

Objective 1. ldentify core competencies and focused competencies for behavioral health practice.

Competency identification, development, and assessment are getting increasing attention in all areas of
health care, including behavioral health. This trend is driven by the compelling notion that, for a field to
advance, there must be more precision in specifying the optimal attitudes, knowledge, and skills of the
workforce. Once those competencies have been identified, the objective is to build them into the
workforce and to demonstrate, using various assessment strategies, that the competencies have been

acquired by individual health care providers.

Goal 4: Training & Education page 120


http://www.amersa.org/

In May of 2004, the Annapolis Coalition convened an expert panel on competencies as a national
consensus conference (Hoge, Morris, & Paris, 2005). Experts who were developing competencies in 13
sectors of the behavioral health field met to report on their work and to learn from each other (Hoge, Paris
et al.,, 2005). It became clear that many initiatives were underway to identify competencies and to
develop comprehensive competency models and assessment strategies. It was also clear, however, that
the initiatives largely were occurring in isolation, without benefit of the knowledge of competencies
emerging in other disciplines or sectors of the field. For example, an extensive planning process on
competency identification in one discipline reportedly occurred without any discussion of competencies

being developed related to recovery- and resilience-oriented practice.

Recommendations from the consensus conference included a call for the establishment of a Competency
Collaborative that would link multiple groups and organizations developing behavioral health
competencies. Each group would retain independence in its work, but substantial benefits and
efficiencies would accrue from the collaboration with other groups. As outlined in the conference
recommendations, members of the proposed collaborative could be linked electronically and through
periodic meetings to accomplish the following tasks:

o0 Share information regarding ongoing efforts to develop and employ competency models and
to assess competence;

0 assemble key resources on competency development and assessment and make these
readily accessible to individual and organizational members of the collaborative;

o identify common, core, or cross-cutting competencies and competency domains;

0 consider cooperative endeavors to develop and implement core competency models and
assessment strategies or to jointly acquire technical assistance;

o review the relevance of competencies identified by one sector of the field (e.g., substance use
disorders) for other groups and organizations that are developing competency models;

o identify areas where new competencies are needed, such as those related to patient
advocacy, working in interdisciplinary teams, and informatics;

0 cross-walk existing and emerging competency models to promote further development of
competencies for treating individuals with co-occurring mental illnesses and substance use
disorders;

o identify and disseminate case examples of successful efforts to identify and assess
competencies; and

0 communicate collectively and formally with professional associations, state departments of

health, accrediting organizations, and other relevant bodies to inform them of available
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competency models, and promote the adoption of these competencies in training, certification,
and licensing processes.
(p. 660; Hoge, Morris, Daniels, et al., 2005)

One of the greatest frustrations among the experts who are developing competencies is the slow
adoption of this work in training programs. The proposed Competency Collaborative could serve a critical
dissemination function as its members worked together to leverage more rapid adoption of competencies
and competency assessment. The collaborative also could provide faculty development in the integration
of these competencies in curricula and clinical training programs. Finally, the collaborative could develop
consensus standards for evaluating competency models and competency assessment procedures both

on rigor and relevance to contemporary practice.

The substance use disorders treatment field has pioneered work on core competencies for addiction
counseling through the development of Technical Assistance Publication (TAP) Series 21 (DHHS, 1998).
This work has been extraordinarily well received, translated into multiple languages, and adopted as a
focus of training and certification in numerous countries around the world. In contrast, a widely
recognized set of core competencies for mental health practice simply does not exist. While many of the
mental health professions are developing their own competencies, there are many high-school-,
associate’s-, or bachelor’'s-degreed members of the workforce for whom a well-developed competency

model is not available and for whom competency-based trained is seldom provided.

The Annapolis Coalition strongly recommends that a set of core competencies for mental health practice
be developed. Senior advisors to the Coalition on substance use disorders recommended that this effort
use the TAP 21 addiction counseling competencies as a base of departure. The work could be further
informed by competencies sponsored by the Center for Mental Health Services (CMHS) for practice in
managed care environments (e.g., Coursey et al, 2000a; Coursey et al, 2000b;

http://www.uphs.upenn.edu/cmhpsr/cmhs) and by the training models developed by organizations such

as the Center for Psychiatric Rehabilitation at Boston University (http://www.bu.edu/cpr). The core

competencies should include basic skills related to the assessment and treatment of substance use

disorders and co-occurring mental and addictive disorders.

Some efforts have been made to develop specialty competencies related to the care of children and
adolescents, older persons, and other populations and specialty sectors (Hoge, Paris, et al., 2005). The
locus of continued activity on competency development in these areas must be identified and adequate
funding must be provided to support the continued work. In addition, concerted, systematic attention is

needed to ensure that competencies are developed in such specific and critical practices as: person-
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centered planning; culturally competent care; development of therapeutic alliances; shared decision-
making; prevention, routine use of evidence-based practices; recovery- and resiliency-oriented care;
rehabilitation; interdisciplinary and team-based practice; advocacy, use of informatics; and continuous

quality improvement.

Objective 2: Develop and implement competency-based curricula.

An obvious corollary to the development of the competencies is to design and implement curricula that
are competency based. One area of urgent need is to develop a competency-based, portable curriculum
for entry-level, direct care staff in settings where individuals with mental illnesses and co-occurring mental
and addictive disorders receive services. Despite the fact that these staff members are often the primary
caregivers in many publicly funded programs, it appears that, across the nation, they receive little
substantive training. To the extent that states and provider organizations are attempting to educate this
critical segment of the workforce, they appear to be cobbling together homegrown curricula and relying on

brief didactic orientation programs that are highly unlikely to build competency in core skill areas.

The Annapolis Coalition recommends that a panel of experts be convened to guide the development of
competency-based curriculum for this segment of the workforce. The curriculum should be field-tested,
finalized, and made broadly available to states and service organizations at low cost or no cost. While
core competencies are more developed in the addiction sector of the field (DHHS, 1998), existing
curricula based on those competencies similarly should be identified, reviewed, strengthened if
necessary, and broadly disseminated.

The locus of competency-based curriculum development in all specialty sectors of the field needs to be
identified, and efforts to do so should be supported and advanced. The field lacks a set of consensus
standards for evaluating the quality of curricula, and the proposed Competency Collaborative would be
capable of developing such standards, in consultation with other groups and organizations. Most
critically, education and training program administrators must speed the process of curriculum reform by
reviewing and updating their curricula biannually. To create transparency in this process, the Coalition
recommends that all education and training program administrators evaluate the relevance and
effectiveness of their curricula and make these assessments available to prospective and current

students, persons in recovery, youth, family members, advocates, and the general public.
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Objective 3: Adopt evidence-based training methods that have been demonstrated as effective

through research.

It is common to discuss the evidence base for prevention and treatment interventions, but the field has
paid less attention to the evidence base for teaching methods. There is a solid evidence base in
medicine regarding effective and ineffective teaching and skill development approaches (Davis et al.,
1999). The core finding in this literature is that didactic, single-session, noninteractive teaching
approaches may increase knowledge, but are ineffective in building skills among trainees (Mazmanian &
Davis, 2002). Unfortunately, it is the didactic, single-session approach that predominates in continuing
education and is quite prominent in preservice education as well. Thus, enormous amounts of training
time and resources likely are being squandered. The data on this issue are so consistent that Davis and
his colleagues (1999) concluded that continuing education credit should probably not be offered for most

continuing education events.

There is a growing body of evidence on effective teaching practices that produce behavior changes
among learners (Stuart, Tondora, & Hoge, 2004). To be effective in building skills, it is necessary to
combine multiple teaching strategies as there is no single “magic bullet” (Oxman, Thomson O’Brien,
Davis, & Haynes, 1995). Strategies that have proven effective are: interactive approaches; sequenced,
longitudinal learning experiences; outreach visits, known as academic detailing; auditing of practice with
feedback to the learner; reminders; the use of opinion leaders to influence practice; and patient-mediated
interventions, such as providing information on treatment options to persons in recovery, which in turn
influences the practice patterns of their providers (Borgiel et al., 1999; Davis et al., 1999; Soumerai, 1998;
Thomson O’'Brien et al., 2003).

The evidence on effective teaching strategies is evolving rapidly and it is imperative that this knowledge
base have an impact on current training practices. This will require focused faculty development
initiatives. To achieve this objective within behavioral health, the Annapolis Coalition recommends that
an expert, multidisciplinary panel of educators be convened to review, summarize, and disseminate the
evidence on effective teaching approaches. The panel, with assistance from the proposed National
Technical Assistance Structure, should also develop an evaluation tool for use by training and education
organizations to conduct self-assessments of their teaching practices. The results of these evaluations
should be made available to the public, just as the self-evaluations of curricula are. Because educational
practices are largely driven by accreditation standards and processes (IOM, 2003), it is imperative that
these standards be modified to require the use of evidence-based teaching approaches in both

preservice and continuing education.
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Enormous amounts of training resources in behavioral health are invested in conferences and meetings,
supported by state and federal resources or financed as fee-based continuing education events. Given
the research findings on effective teaching and learning strategies, there is little reason to believe that the
conference model leads individual participants to change their practice patterns or other professional
behaviors. Furthermore, the noneducational objectives and outcomes of these large meetings often

seem unclear.

As a first step in addressing the issue of adapting evidence-based training methods that research has
shown to be effective, the Annapolis Coalition recommends that the proposed panel in effective education
develop and disseminate technical assistance on alternative conference and meeting models. The
organizers of the meetings are responsible for adopting more effective approaches to such gatherings.
The funders of such meetings, including federal and state agencies and professional associations, should
require the use of effective teaching models and demonstrated outcomes as a condition of financial

support.

Objective 4: Use technology to increase access to and the effectiveness of training and

education.

Clearly, major advances in the use of technology to support teaching and learning have occurred. A
virtual explosion in the use of computer-assisted and Web-based instruction has provided greater access
to curricula. Less evident is the effectiveness of these methods in teaching clinical skills. Ciritical
guestions remain about the key elements that must accompany technology-assisted instruction, such as
supervised experience and mentoring, for these electronic methods of educational delivery to be effective

for clinicians.

Given the promise of technology as a vehicle of workforce training and development, the Annapolis
Coalition recommends that the evidence-based and best practices in this arena be summarized and
broadly disseminated to the field. Widespread implementation of these best practices will require funding
of demonstration programs as organizations adopt and adapt new technologies to behavioral health. As
educators self-assess their use of effective teaching practices, so too should they evaluate whether their

technology-assisted teaching approaches are supported by research evidence.
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Objective 5: Launch a national initiative to ensure that every member of the behavioral health
workforce develops basic competencies in the assessment and treatment of substance use

disorders and co-occurring mental and addictive disorders.

Nearly 22 million persons ages 12 and older, totaling 9.4% of the U.S. population, are dependent on or
abuse alcohol or illicit drugs. Only 1 person in 10 with a drug use disorder and 1 person in 20 with an
alcohol use disorder receive treatment for the condition (Wright, 2004). Furthermore, the prevalence of
persons with co-occurring mental and addictive disorders has been on the rise. For example, one study
found that 61% of individuals with a severe mental illness had a substance abuse or dependence problem
(Jaffee, Comtois, Calsyn & Saxon, 1998).

Individuals with addictive and co-occurring mental and addictive disorders frequently seek help from
members of the workforce who are trained as mental health practitioners. Research suggests that,
depending on the practice setting, between 20% and 75% of persons seeking services from mental health
practitioners have co-occurring disorders (Menezes et al., 1996). One review found that half of all
individuals presenting with psychiatric emergencies had a substance abuse problem (McNamara,
Schumacher, Milby, Wallace, & Usdan, 2001).

Unfortunately, few mental health professionals are adequately trained to address the needs of persons
with substance use disorders or problems. CSAT, in collaboration with six professional associations,
created the Practitioner Services Network to study this issue among association members (Harwood,
Kowalski, & Ameen, 2004). The findings revealed that in private-practice settings 15% to 25% of clients
presented with substance abuse problems, while in treatment facilities, the percentages ranged from 20%
to 40%. Despite the prevalence of addiction problems among individuals being served, no more than half
of the mental health practitioners surveyed through the Practitioner Services Network had any formal

coursework or internship in addiction treatment.

The need to train professionals in the prevention, recognition, assessment, and referral to or basic
treatment of persons with substance use disorders is glaring, yet little progress appears to be occurring
on this agenda. As an example, a survey of 10 doctoral psychology programs by Aanavi, Taube, Ja, and
Duran (1999) found that none required coursework on substance use disorders and that half offered only
a single elective course on the topic. In another study, three quarters of social workers surveyed in New
England indicated that they had either a moderate, significant, or maximum need for additional training in
addictions (Hall, Amodeo, Shaffer, & Vander Bilt, 2000).
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The obstacles to educating the mental health workforce in basic addiction-related competencies are
complex. They relate to the structures and processes surrounding curriculum development, the
accreditation of training and provider programs, and the certification and licensing procedures for
providers. To explore and address the many obstacles, the Annapolis Coalition recommends the creation
of a Commission on the Adoption of Competencies related to the treatment of substance use disorders
and co-occurring mental and addictive disorders. The Commission would bring together the key
organizations that govern curricula, accreditation, certification, and licensure to systematically identify and
implement strategies to overcome each of the barriers that historically have hindered major progress on
this agenda. The Commission would issue an annual report to the nation on the progress made on the
agenda. Beyond addressing the urgent need to expand training in addictions, this process would shed
light on the dynamics of change necessary to curriculum development, accreditation, certification, and
licensure. It would inform future efforts to speed the translation of sciences to services in workforce

development activities.

Objective 6: Educate prospective students about best practices in training and education to
inform their selection of a training program or training provider.

Students are at a disadvantage as they pursue training because there are currently no tools to assist
them in evaluating the quality of competing preservice and continuing education programs. The
Annapolis Coalition recommends the creation, field-testing, and broad dissemination to prospective
students of a guide that outlines best practices in training and education programs. The objective is to
help prospective students choose training programs that have the greatest likelihood of effectively
preparing them to enter the workforce with the skills required in the contemporary health care
environment. A student “shopping guide” was developed and successfully implemented in primary care
medicine by the Partnerships for Quality Education (http://www.pge.org), which is a consortium of

academic programs focused on preparing young doctors for community-based practice in a managed
care environment. Helping students to become informed “purchasers” of training and education has the

potential to leverage change and relevance more rapidly within behavioral health training systems.

Objective 7: Identify and implement strategies to support and sustain the use of newly acquired

skills in practice settings.

There is evidence that an effectively trained provider will fail to use newly acquired skills if he or she
returns to a work environment where the new skills are not understood and actively supported. Building
skills and changing practice involves a combination of training and environmental change. Without

attention to the work environment, training efforts will be undermined. As Geary Rummler, an expert in
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human performance, has so cogently stated, “When you pit a bad system against a good performer, the

system almost always wins” (Rummler, 2004).

There is a growing body of knowledge and evidence related to sustaining newly acquired skills, drawn
from efforts to implement evidence-based practices (Fixsen, Naoom, Blase, Friedman, & Wallace, 2005).
The Coalition recommends that experts on the environmental changes required to support new practices
be convened to distill and subsequently disseminate this knowledge through the provision of technical

assistance to states and organizations that employ the workforce.

Conclusion

Increasing the relevance, effectiveness, and accessibility of training and education are urgent priorities for
the field of behavioral health. Achieving reform in current approaches to training and education will be an

essential step in improving quality and transforming systems of care.

Continued work on competency identification and assessment will be a foundation for this work, with
collaboration among the many groups and organizations that are tackling this issue for specific
populations or sectors within the field. Curricula that are competency-based and delivered via
instructional techniques that are evidence based are also key elements of needed reform, with greater

emphasis on the use of technology to facilitate access to educational materials.

Perhaps most important, it is essential to unpack and address the roadblocks that prevent the timely
updating of curricula, training programs, accreditation standards, and certification and licensure
processes. These are the key elements and drivers of the education and training system. It is imperative

that they become more relevant to prevention and treatment in current health care systems.

Table 9.1: Objectives & Actions for Goal 4

GoAL 4: Increase the relevance, effectiveness, and accessibility of training and education.

Objective 1: Identify core competencies and focused competencies for behavioral health
practice.

Action 1: Establish a Competency Collaborative that links organizations developing behavioral
health competencies and provides technical assistance.

Action 2: Develop a model set of core mental health competencies.
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Action 3: Identify and further develop specialty competencies, relevant to specific areas of
behavioral health practice.

Action 4: Identify and further develop competencies in critical practices that include (a)
person-centered planning, (b) culturally competent care, (c) development of therapeutic
alliances, (d) shared decision-making, (e) evidence-based practice, (e) recovery- and
resilience-oriented care, (f) rehabilitation, (g) interdisciplinary and team-based practice, (h)
advocacy, (i) use of informatics, and (j) continuous quality improvement.

Objective 2: Develop and implement competency-based curricula.

Action 1. Develop model, portable curricula for entry-level, direct care staff based on the core
competencies.

Action 2: Develop a set of consensus standards for evaluating curricula on relevance and
effectiveness.

Action 3: Identify or further develop competency-based specialized curricula, relevant to
specific areas of behavioral health practice.

Action 4: Require training and education organizations routinely to review and update their
curricula and conduct self-evaluations using the consensus standards.

Objective 3: Adopt evidence-based training methods that have been demonstrated as effective
through research.

Action 1: Identify effective teaching methods through a systematic review of available
research.

Action 2: Employ evidence-based teaching methods in training and education organizations.

Action 3: Require (through accreditation standards for preservice and continuing education)
the use of evidence-based teaching methods.

Action 4: Identify and adopt conference and meeting models that have demonstrated impact
on participant learning and behavior.

Objective 4: Use technology to increase access to and the effectiveness of training and
education

Action 1: Provide technical assistance to training and education organizations in best
practices in the use of technology for learning.

Action 2: Employ best practices in the use of technology-assisted instruction.

Action 3: Fund demonstration initiatives in technology-assisted instruction.
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Objective 5: Launch a national initiative to ensure that every member of the behavioral health
workforce develops basic competencies in the assessment and treatment of substance use
disorders and co-occurring mental and addictive disorders.

Action 1: Incorporate addiction and co-occurring competencies into all competency models,
preservice and continuing education curricula, training accreditation and program accreditation
standards, and certification and licensure requirements.

Action 2: Implement or expand training and staff development on the assessment and
treatment of substance use disorders and co-occurring mental and addictive disorders
throughout preservice and continuing education.

Objective 6: Educate prospective students about best practices in training and education to
inform their selection of a training program or training provider.

Action 1: Develop and disseminate a Guide to Selecting Relevant and Effective Training
designed for prospective students.

Objective 7: ldentify and implement strategies to support and sustain the use of newly acquired
skills in practice settings.

Action 1: Identify strategies proven to be effective in supporting and sustaining newly acquired
skills and behavior change within organizations.

Action 2: Adopt organizational interventions to support and sustain newly acquired skills and
measure sustained behavior change within the workforce.
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“No right is held more sacred, or is more carefully
guarded, by the common law, than the right of every
individual to the possession and control of his[/her] own
person, free from all restraint or interference of others,

unless by clear and unquestioned authority of law.”

— United States Supreme Court

(Union Pacific Railway Co. v. Botsford)
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Forward by Commissioner Thomas A. Kirk, Jr., Ph.D.

The document that you are about to read is an extraordinary one in its origins, its content,
and its value as another step toward achieving and maintaining a recovery-oriented health
care service system in Connecticut.

In my view, if not the most important, the following document is one of the most significant
products to result within the last five years from the public/private partnership composed of
persons in recovery, families, staff and leadership of DMHAS, prevention specialists,
private nonprofit service providers, the academic community, and other advocates and
stakeholders. This collective group has focused on assessing and improving the quality of
services available for persons with mental illness and/or substance use disorders in the State
of Connecticut.

Consider a few of its origins. Listening to the suggestions and continuing guidance of those
who need or use our services is one of the most basic and essential characteristics of a
recovery-oriented service system. Thus, beginning in 1999 we asked Advocacy Unlimited,
Inc. and the Connecticut Community for Addiction Recovery, Inc. to work together to
develop a set of Recovery Core Values that could serve as guideposts for DMHAS as it
began the journey of restructuring its service system. The result was 27 principles divided
into four categories: Direction, Participation, Programming and Funding/Operations.
Go to www.dmbhas.state.ct.us, click on major Initiatives, then “Recovery Initiative” for
further information about the Recovery Core Values.

Well before 1999, there had been “champions” of recovery in any number of state and
private service sectors who understood the meaning of “recovery” and the importance of it
in the lives and care of the people receiving services. They now had the opportunity to speak
in a louder voice and educate the rest of us. We all stand on the shoulders of those who came
before us.

DMHAS later hosted a few statewide Recovery Conferences, established a Recovery
Institute and Centers of Excellence, and conducted a series of consensus-building retreats for
executive directors, medical and clinical leadership, and several other stakeholder groups
within the mental health and addiction service communities and elicited their views about
the concept of recovery, what it would mean for their activities, and what gaps needed to be
addressed and barriers removed for us to achieve a recovery-oriented system.

All of the above, and other work, led to the signing in September 2002 of Commissioner’s
Policy Statement No. 83 on “Promoting a Recovery-Oriented Service System.” This
landmark policy designated the concept of recovery as the overarching goal, guiding
principle, and operational framework for the system of care supported by the DMHAS. It
incorporated the Recovery Core Values. It stated that:

“We shall firmly embed the language, spirit, and culture of recovery
throughout the system of services, in our interactions with one another and
with those persons and families who trust us with their care.”

In addition, this policy envisioned and mandated services characterized by:


http://www.dmhas.state.ct.us/

“...a high degree of accessibility, effectiveness in engaging and retaining
persons in care

...effects shall be sustained rather than solely crisis-oriented or short-lived

...age and gender appropriate, culturally competent, and attend to trauma
and other factors know to impact on one’s recovery

...whenever possible, shall be provided within the person’s home
community, using the person’s natural supports.”

But how do you actually do a recovery-oriented service system? This key question
remained after all of the above work and many current activities—too numerous to mention.
Absent answers to this question, one may think *“all this recovery stuff is conceptual ... it
has no real meaning or practical reality. The focus will not really change our system.”

The following document answers this question by identifying eight domains of a recovery-
oriented service system ranging from degree of participation of persons in recovery in the
recovery planning and system development process to ”Identifying and Addressing Barriers
to Recovery.” It then lists a dozen or so concrete, practical and well-researched action steps
or guidelines in each domain. It answers questions like: “You will know when you are
placing primacy on the participation of people in recovery when...”

The document gives examples, identifies potential barriers, and uses the words of people in
recovery to explain what each domain means and what they can expect in that domain. It
includes a glossary and distinguishes a Deficit-based Perspective from a Recovery-
oriented, Asset-based Perspective. As service providers review their Agency Recovery
Assessment Plans and as DMHAS fiscal, service, and quality staff go about their business,
they now will have a roadmap to inform policy, develop outcomes and funding strategies,
and a framework to monitor our fidelity with the guidelines of a recovery-oriented health
care system. Persons in recovery and other recipients of services will know what to expect,
what they need to be educated about, and what they have a right to demand in their
interactions with the system.

It is said that successful initiatives have a thousand fathers and mothers and failed initiatives
are orphans. | believe our journey to a recovery-oriented and transformed service system has
many parents. | hope this document will help those who either cannot understand or who
have not yet embraced a recovery-oriented service system to become another parent of this
journey.

I would welcome any comments about the above or your opinion of this document at
Thomas.Kirk@po.state.ct.us.

Q2 |

May 5, 2006
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Executive Summary

The notion of recovery has become the focus of a considerable amount of
dialogue and debate between and among various constituencies within the mental
health and addiction communities. Following a brief introduction to the topic, in
which we clarify various sources of confusion about the term, these practice guide-
lines begin to operationalize the various components of DMHAS’ vision of a
recovery-oriented system of behavioral health care. This vision was first put forth in
Commissioner’s Policy #83, “Promoting a Recovery-Oriented Service System,” and
has since been embodied in various DMHAS education, training, and program
development initiatives. These guidelines represent the first systematic effort to bring
recovery into the concrete everyday practice of DMHAS-funded providers.

Defining our Terms

One major source of the confusion surrounding use of the term in recovery in
behavioral health derives from a lack of clarity about the respective roles of
behavioral health practitioners and those of people with behavioral health disorders
themselves. For the purposes of this document, we offer the following two definitions
which we have found to distinguish usefully between the process of recovery (in
which the person him or herself is engaged) and the provision of recovery-oriented
care (in which the practitioner is engaged).

Recovery refers to the ways in which a person with a mental illness and/or
addiction experiences and manages his or her disorder in the process of
reclaiming his or her life in the community.

Recovery-oriented care is what psychiatric and addiction treatment and
rehabilitation practitioners offer in support of the person’s recovery.

Practice Guidelines

A. Primacy of Participation

An essential characteristic of recovery-oriented behavioral health care is the
primacy it places on the participation of people in recovery and their loved ones in all
aspects and phases of the care delivery process. Participation ranges from the initial
framing of questions or problems to be addressed and design of the capacity and
needs assessments to be conducted, to the delivery, evaluation, and monitoring of
care, to the design and development of new services, interventions, and supports.



Practice guidelines to be included in this domain:

Al

A2

A3.

A4

AL,

A.6.

AT.

A.8.

A.9.

A.10.

A1l

A.l2.

A.13.

A.l4.

People in recovery are routinely invited to share their stories with
current service recipients and/or to provide training to staff.

People in recovery comprise a significant proportion of representatives
to an agency’s board of directors, advisory board, or other steering
committees and work groups.

Agencies reimburse people for the time they spend providing input into
services, providing peer support and mentoring, and/or providing
educational and training sessions for clients or staff.

Each person served is provided with an initial orientation to agency
practices.

Initial orientation is supplemented by the routine availability of inform-
ation and agency updates to people in recovery and their loved ones.

Policies are established and maintained that allow people in recovery
maximum opportunity for choice and control in their own care.

Measures of satisfaction are collected routinely and in a timely fashion
from people in recovery and their loved ones.

Formal grievance procedures are established and made readily avail-
able to people in recovery and their loved ones to address their
dissatisfaction with services.

Administration enforces ethical practice (e.g., “first, do no harm”)
through proactive human resource oversight.

Assertive efforts are made to recruit people in recovery for a variety of
staff positions for which they are qualified.

Active recruitment of people in recovery for existing staff positions is
coupled with ongoing support for the development of a range of peer-
operated services that function independent of, but in collaboration
with, professional agencies.

Self-disclosure by employed persons in recovery is respected as a
personal decision and is not prohibited by agency policy or practice.

Staff encourage individuals to claim their rights and to make meaning-
ful contributions to their own care and to the system as a whole.

The agency offers to host local, regional, state, and/or national events
and advocacy activities for people in recovery and their loved ones.



B. Promoting Access and Engagement

For every one person who seeks and/or receives behavioral health care for a
diagnosable psychiatric disorder or addiction there are from two (in mental health) to
six (in addiction) individuals, with similar conditions, who will neither gain access to
nor receive such care. Recovery-oriented practitioners promote access to care by
facilitating swift and uncomplicated entry and by removing barriers to receiving care.
Engagement involves making contact with the person rather than with the diagnosis
or disability, building trust over time, attending to the person’s stated goals and needs
and, directly or indirectly, providing a range of services in addition to clinical care.

Practice guidelines to be included in this domain:

B.1.

B.2.
B.3.

B.4.

B.S.

B.6.

B.7.

B.8.

B.9.

B.10.

B.11.

The service system has the capacity to go where the potential client is,
rather than always insisting that the client come to the service.

People can access a wide range of services from many different points.

There is not a strict separation between clinical and case management
functions.

Assessment of motivation is based on a stages of change model, and
interventions incorporate motivational enhancement strategies which
assist providers in meeting each person where he or she is.

Staff look for signs of organizational barriers or other obstacles to care
before concluding that a client is non-compliant or unmotivated.

Agencies have “zero reject” policies that do not exclude people from
care based on symptomatology, substance use, or unwillingness to
participate in prerequisite clinical or program activities.

Agencies have an “open case” policy which dictates that a person’s
refusal of services, despite intensive and long-term engagement efforts,
does not require that he or she be dropped from the “outreach” list.

The system builds on a commitment to and practice of motivational
enhancement, with reimbursement for pre-treatment and recovery
management supports.

Outpatient addiction treatment clinicians are paired with outreach
workers to capitalize on the moment of crisis that can lead people to
accept treatment, and to gain access to their appropriate level of care.

Mental health and addiction practitioners, including people in recovery,
are placed in critical locales to assist in the early stages of engagement.

The agency employs staff with first hand experience of recovery who
have a special ability to make contact with and engage people into care.



B.12. Housing and support options are available for people who are not yet
interested in, or ready for, detoxification, but who may begin to engage
in their own recovery if housing and support are available to them.

B.13. The availability of sober housing is expanded to make it possible for
people to go immediately from residential or intensive outpatient
treatment programs into housing that supports their recovery.

C. Ensuring Continuity of Care

Recovery is seldom achieved from a single episode of care, so practitioners, as
well as people in recovery, families, and policy makers, need to recognize that there
are no quick fixes in behavioral health. Similar to other chronic illnesses, previous
treatment of a person’s condition also should not be taken to be indicative of a poor
prognosis, non-compliance, or the person’s not trying hard enough to recover.
Relapses in substance use and exacerbations of psychiatric symptoms are to be
viewed as further evidence of the severity of the person’s condition rather than as
causes for discharge. All of these principles suggest that treatment, rehabilitation, and
support are not to be offered through serial episodes of disconnected care offered by
different providers, but through a carefully crafted system that ensures continuity of
the person’s most significant healing relationships and supports over time and across
episodes and agencies.

Practice guidelines to be included in this domain:

C.1 The central concern of engagement shifts from: “How do we get the
client into treatment?” to: “How do we nest the process of recovery
within the person’s natural environment?”

C.2. Services are designed to be welcoming to all individuals and there is a
low threshold (i.e., minimal requirements) for entry into care.

C.3. Eligibility and reimbursement strategies for outreach and engagement
strategies are established and refined by administrative leadership.

C4. People have a flexible array of options from which to choose and
options are not limited to what “programs” are available.

C.5. Individuals are not expected or required to progress through a pre-
determined continuum of care in a linear or sequential manner.

C.6. In a Recovery Management Model, an individual’s stage of change is
considered at all points in time, with the focus of care on enhancing
existing strengths and recovery capital.



C.7.

C.8.
C.9.

C.10.

C.11.

C.12.

C.13.

C.14.

C.15.

Goals and objectives in the recovery plan are not defined by staff based
on clinically-valued outcomes (e.g., reducing symptoms, increasing
adherence), but rather are defined by the person with a focus on
building recovery capital and pursuing a life in the community.

The focus of care shifts from preventing relapse to promoting recovery.

Valued outcomes are influenced by a commitment to ensuring continu-
ity of care and generating long-term effects in the lives of people in
recovery.

The range of valued expertise is expanded beyond specialized clinical
and rehabilitative professionals and technical experts to include the
contributions of multiple individuals and services. These individuals
may include peers in paid or volunteer positions, mutual aid groups,
indigenous healers, faith community leaders, primary care providers,
and other natural supports.

Individuals are seen as capable of illness self-management and inter-
ventions support this as a valued goal of recovery-oriented services.

New technologies (e.g., tele-medicine and web-based applications and
self-help resources) are incorporated as service options to enhance
ilIness self-management treatment relationships.

Access is enhanced to housing, employment, and other supports that
make recovery sustainable.

Policy formulation and legislative advocacy at the administrative level
Is coupled with on-going efforts to work collaboratively with a variety
of state systems to ensure continuity of care.

To facilitate sustained recovery and community inclusion, advocacy
efforts are extended beyond institutional policies and procedures to the
larger community, including stigma-busting, community education, and
community resource development activities.

D. Employing Strengths-Based Assessment

Focusing solely on deficits in the absence of a thoughtful analysis of strengths
disregards the most critical resources an individual has on which to build in his or her
efforts to adapt to stressful situations, confront environmental challenges, improve
his or her quality of life, and advance in his or her recovery. Strengths-based
approaches allow providers to balance critical needs that must be met with the
resources and strengths that people possess to assist them in this process.

Practice guidelines to be included in this domain:
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D.1.

D.2.

D.3.

D.4.

D.5.

D.6.

D.7.

D.8.

D.9.

D.10.

D.11.

D.12.

D.13.

A discussion of strengths is a central focus of every assessment, care
plan, and case summary.

Initial assessments recognize the power of simple, yet powerful,
questions such as “What happened? And what do you think would be
helpful? And what are your goals in life?”

Staff interpret perceived deficits within a strengths and resilience
framework, as this will allow the individual to identify less with the
limitations of their disorder.

While strengths of the individual are a focus of the assessment,
thoughtful consideration also is given to potential strengths and
resources within the individual’s family, natural support network,
service system, and community at large.

The diversity of strengths that can serve as resources for the person and
his or her recovery planning team is respected.

In addition to the assessment of individual capacities, it is beneficial to
explore other areas not traditionally considered “strengths,” e.g., the
individual’s most significant or most valued accomplishments, ways of
relaxing and having fun, ways of calming down when upset, personal
heroes, educational achievements, etc.

Assessments explore the whole of people’s lives while ensuring empha-
sis is given to the individual’s expressed and pressing priorities.

Assessments ask people what has worked for them in the past and
incorporate these ideas in the recovery plan.

Guidance for completing the assessment may be derived from inter-
viewing strategies used within solution-focused approaches to care.

IlIness self-management strategies and daily wellness approaches such
as WRAP are respected as highly effective, person-directed, recovery
tools, and are fully explored in the assessment process.

Cause-and-effect explanations are offered with caution, as such think-
ing can lead to simplistic resolutions that fail to address the person’s
situation. In addition, simplistic solutions may inappropriately assign
blame for the problem to the individual, with blame being described as
“the first cousin” of deficit-based models of practice.

Assessments are developed through in-depth discussion with the person
as well as attempts to solicit collateral information regarding strengths
from the person’s family and natural supports.

Efforts are made to record the individual’s responses verbatim rather
than translating the information into professional language.
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D.14. Staff are mindful of the power of language and carefully avoid the
subtle messages that professional language has historically conveyed to
people with psychiatric disorders, addictions, and their loved ones.

D.15. Practitioners avoid using diagnostic labels as a means of describing an
individual, as such labels often yield minimal information regarding the
person’s experience or manifestation of the illness or addiction.

D.16. Language used is neither stigmatizing nor objectifying. “Person first”
language is used to acknowledge that the disability is not as important
as the person’s individuality and humanity.

D.17. Exceptions to person-first and empowering language that are preferred
by some persons in recovery are respected.

E. Offering Individualized Recovery Planning

All treatment and rehabilitative services and supports to be provided shall be
based on an individualized, multi-disciplinary recovery plan developed in partnership
with the person receiving these services and any others that he or she identifies as
supportive of this process. While based on a model of collaboration, significant effort
Is taken to ensure that individuals’ rights to self-determination are respected and that
all individuals are afforded maximum opportunity to exercise choice in the full range
of treatment and life decisions. The individualized recovery plan will satisfy the
criteria of treatment, service, or care plans required by other bodies (e.g., CMS) and
will include a comprehensive and culturally sensitive assessment of the person’s
hopes, assets, strengths, interests, and goals and will reflect a holistic understanding
of his or her behavioral health conditions, general medical concerns, and desires to
build or maintain a meaningful life in the community

Practice guidelines to be included in this domain:

E.l. Core principles of “person-centered” planning are followed in the
process of building individualized recovery plans. For example:

E.1.1.  Consistent with the “nothing about us, without us” dictum, staff
actively partner with the individual in all planning meetings and/or case
conferences regarding his or her recovery services and supports.

E.1.2.  The individual has reasonable control as to the location and time of
planning meetings, as well as to who is involved.

E.1.3.  The language of the plan is understandable to all participants, including
the focus person and his or her non-professional, natural supports.
Where technical or professional terminology is necessary, this is
explained to all participants in the planning process.
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E.14.

E.15.

E.1.6.

E.1.7.

E.1.8.

E.1.9.

E.1.10.

E.1.11.

E.1.12.

E.2.

E.2.1.

E.2.2.

E.2.3.

When individuals are engaged in rehabilitation services (e.g., housing
social, or educational/employment areas), rehabilitation practitioners
are involved in all planning meetings (at the discretion of the
individual) and are given copies of the resulting plan.

Within the planning process, a diverse, flexible range of options must
be available so that people can access and choose those supports that
will best assist them in their recovery.

Goals are based on the individual’s unique interests, preferences, and
strengths, and objectives and interventions are clearly related to the
attainment of these stated goals.

Planning focuses on the identification of concrete next steps, along with
specific timelines, that will allow the person to draw upon existing
strengths to move toward recovery and his or her vision for the future.

Assessments begin with the assumption that individuals are the experts
on their own recovery, and that they have learned much in the process
of living with and working through their struggles.

Information on rights and responsibilities of receiving services is
provided at all recovery planning meetings.

The individual has the ability to select or change his or her service
providers within relevant guidelines and is made aware of the
procedures for doing so.

In the spirit of true partnership and transparency, all parties must have
access to the same information if people are to embrace and effectively
carry out responsibilities associated with the recovery plan.

The team reconvenes as necessary to address life goals, accomplish-
ments, and barriers.

A wide range of interventions and contributors to the planning and
care process are recognized and respected. For example:

Practitioners acknowledge the value of the person’s existing relation-
ships and connections.

The plan identifies a wide range of both professional supports and alter-
native strategies to support the person’s recovery, particularly those
which have been helpful to others with similar struggles.

Individuals are not required to attain, or maintain, clinical stability or
abstinence before they are supported by the planning team in pursuing
such goals as employment.
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E.2.4.

E.3.

E.3.1.

E.3.2.

E.3.3.

E.3.4.

E.4.

E.4.1.

E.4.2.

E.4.3.

E.4.5.

E.5.

E.5.1.

E.5.2.

Goals and objectives are driven by a person’s current values and needs
and not solely by commonly desired clinical/professional outcomes.

Community inclusion is valued as a commonly identified and
desired outcome. For example:

The focus of planning and care is on how to create pathways to mean-
ingful and successful community life and not just on how to maintain
clinical stability or abstinence.

Recovery plans respect the fact that services and practitioners should
not remain central to a person’s life over time, and exit criteria from
formal services are clearly defined.

Recovery plans consider not only how the individual can access and
receive needed supports from the behavioral health system and the
community, but how the individual can, in turn, give back to others.

Practitioners are mindful of the limited resources available for special-
ized services and focus on community solutions and resources first by
asking “Am | about to recommend or replicate a service or support that
is already available in the broader community?”

The planning process honors the “dignity of risk” and “right to
fail” as evidenced by the following:

Prior to appealing to coercive measures, practitioners relentlessly try
different ways of engaging and persuading individuals in ways which
respect their ability to make choices on their own behalf.

Unless determined to require conservatorship by a judge, individuals
are presumed competent and entitled to make their own decisions.

Practitioners are encouraged to offer their expertise and suggestions
respectfully within the context of a collaborative relationship, outlining
for the person the range of options and their possible consequences.

In keeping with this stance, practitioners encourage individuals to write
their own crisis and contingency plans.

Administrative leadership demonstrate a commitment to both out-
comes and process evaluation. For example:

Outcomes evaluation is a continuous process involving expectations for
successful outcomes in a broad range of life domains.

There is a flexible application of process tools, such as fidelity scales,
to promote quality service delivery.
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F.

Functioning as a Recovery Guide
The sentiment that “we’re not cases, and you’re not our managers” has been

accepted increasingly as a fundamental challenge to the ways in which behavioral
health care is conceptualized within a recovery-oriented system. Rather than
replacing any of the skills or clinical and rehabilitative expertise that practitioners
have obtained through their training and experience, the recovery guide model offers
a useful framework in which these interventions and strategies can be framed as tools
that the person can use in his or her own recovery.

Practice guidelines to be included in this domain:

F.1.

F.2.

F.3.

F.4.

F.5.

F.6.

F.7.

F.8.

F.9.

The primary vehicle for the delivery of most behavioral health inter-
ventions is the relationship between the practitioner and the person in
recovery. The care provided must be grounded in an appreciation of the
possibility of improvement in the person’s condition, offering people
hope and/or faith that recovery is “possible for me.”

Providers assess where each person is in relation to the various stages
of change with respect to the various dimensions of his or her recovery.

Care is based on the assumption that as a person recovers from his or
her condition, the addiction or psychiatric disorder then becomes less of
a defining characteristic and more simply one part of a multi-dimen-
sional sense of identity that also contains strengths and competencies.

Interventions are aimed at assisting people in gaining autonomy, power,
and connections with others.

Opportunities and supports are provided for the person to enhance his
or her own sense of personal and social agency.

Individuals are allowed the right to make mistakes, and this is valued as
an opportunity for them to learn.

People are allowed to express their feelings, including anger and dis-
satisfaction, without having these reactions attributed to the illness.

Care is not only attentive to cultural differences across race, ethnicity,
and other distinctions of difference (e.g., sexual orientation), but
incorporates this sensitivity at the level of the individual.

Rather than dwelling on the person’s distant past or worrying about the
person’s long-term future, practitioners focus on preparing people for
the next one or two steps of the recovery process by anticipating what
lies immediately ahead, by focusing on the challenges of the present
situation, and by identifying and helping the person avoid or move
around potential obstacles in the road ahead.
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F.10.

F.11.

F.12.

F.13.

F.14.

F.15.

F.16.

Interventions are oriented toward increasing the person’s recovery
capital as well as decreasing his or her distress and dysfunction.

Practitioners are willing to offer practical assistance in the community
contexts in which their clients live, work, learn, and play.

Care is not only provided in the community but is also oriented toward
increasing the quality of a person’s involvement in community life.

Efforts are made to identify sources of incongruence between the per-
son and his or her environment and to increase person-environment fit.

In order to counteract the often hidden effects of stigma, practitioners
explicitly draw upon their own personal experiences when considering
the critical nature of various social roles in the lives of all individuals,
continuing to view people in recovery squarely within the context of
their daily lives.

Rather than devaluing professional knowledge, the “recovery guide”
approach moves behavioral health much closer to other medical
specialties in which it is the health care specialist’s role to assess the
person, diagnose his or her condition, educate the person about the
costs and benefits of the most effective interventions available to treat
his or her condition, and then provide the appropriate interventions.

Recovery is viewed as a fundamentally social process, involving
supportive relationships with family, friends, peers, community
members, and practitioners

G. Community Mapping and Development

Given its focus on life context, one tool required for effective recovery
planning and the provision of recovery-oriented care is adequate knowledge of the
person’s local community, including its opportunities, resources, and potential
barriers. Community mapping and development are participatory processes that
involves persons in mapping the resources and capacities of a community’s
individuals, its informal associations, and its structured institutions, as a means of
identifying existing, but untapped or overlooked, resources and other potentially
hospitable places in which the contributions of people with disabilities and/or
addiction will be welcomed and valued.

Practice guidelines to be included in this domain:

G.1.

People in recovery are viewed primarily as citizens and not as clients
and are recognized for the gifts, strengths, skills, interests, and
resources they have to contribute to community life.
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G.2.

G.3.

G.4.

G.5.

G.6.

G.7.

G.8.

Community leaders representing a range of community associations
and institutions work together with people in recovery to carry out the
process of community development.

Opportunities for employment, education, recreation, social and civic
involvement, and religious participation are regularly identified and are
compiled in asset maps, capacity inventories, and community guides.

Asset maps and capacity inventories created collaboratively by actively
involved community stakeholders reflect a wide range of natural gifts,
strengths, skills, knowledge, values, interests, and resources available
to a community through its individuals, associations, and institutions.

Value is placed on the less formal aspects of associational life that take
place in neighborhood gatherings, block watch meetings, salons, coffee
clatches, barbershops, book groups, etc.

Institutions do not duplicate services that are widely available in the
community through individuals and associations.

Community development is driven by a creative, capacity-focused
vision identified and shared by community stakeholders.

The relational process of gathering information about community assets
and capacities through personal interviews and sharing of stories is
recognized as being as important as the information that is collected.

H. Identifying and Addressing Barriers to Recovery

There currently are elements and characteristics of the service delivery system
and the broader community that unwittingly contribute to the creation and perpetua-
tion of chronicity and dependency in individuals with behavioral health disorders.
There also are several aspects of behavioral health disorders and their place within
contemporary society that complicate the person’s efforts toward recovery. The
competent behavioral health care practitioner will have tools and strategies for
identifying and addressing these barriers to recovery.

Practice guidelines to be included in this domain:

H.1.

H.1.1.

There is a commitment at the local level to embrace the values and
principles of recovery-oriented care and to move away from the
dominant illness-based paradigm. Systemic changes that reflect
this paradigm shift include the following:

Stakeholders understand the need for recovery-oriented system change
as a civil rights issue which aims to restore certain elementary freedoms
to American citizens with psychiatric disorders and/or addictions.
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H.1.2.

H.1.3.

H.2.

H.2.1.

H.2.2.

H.2.3.

H.2.4.

H.2.5.

H.2.6.

H.2.7.

H.3.

H.3.1.

Stakeholders work together to move away from the criteria of “medical
necessity” toward “human need,” from managing illness to promoting
recovery, from deficit-oriented to strengths-based, and from symptom
relief to personally-defined quality of life.

The possibility of recovery, and responsibility for delivering recovery-
oriented care, are embraced by stakeholders at all levels of the system.

Systemic structures and practices which impede the adoption of
recovery-oriented practices are identified and addressed. Repre-
sentative change strategies in this area include the following:

Sequential movement through a pre-existing continuum of care is no
longer required, as it is inconsistent with a civil rights perspective and
contradicts current knowledge suggesting that recovery is neither a
linear process nor a static end product or result.

Agencies need to have coordinating structures to attend to both the
prioritization and integration of the range of new initiatives, policies,
and procedures they are attempting to implement at any given time.

Performance and outcome indicators need to reflect the fact that the
desired goal of recovery-oriented care is to promote growth, indepen-
dence, and wellness; goals which sometimes involve the taking of
reasonable risks that may result in interim setbacks.

Continual quality assurance and independent audits are conducted by
people in recovery and families trained in recovery-oriented care.

Initial placement and service design are driven as much by the person’s
perception of what services and supports would be most helpful as by
the staff’s assessments of what the individual seeking services needs.

Recovery plans respect the fact that services and practitioners should
not remain central to a person’s life over time.

To integrate employment within the larger system, the task of assisting
people in entering employment and education is made inherent to the
responsibilities of the entire practitioner network, including those not
specifically charged with supported employment or education tasks.

Implementation of recovery-oriented care needs to be facilitated,
rather than impeded, by funding, reimbursement, and accrediting
structures. Change strategies to address this issue include:

Even though Medicaid is funded by federal dollars, it remains primarily
a state-administered program, and considerable flexibility exists in
using these dollars to support innovative, community-based, supports.
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H.3.2.

H.3.3.

H.3.4.

H.4.

H.4.1.

H.4.2.

H.4.3.

H.4.4.

H.4.5.

H.4.6.

H.4.7.

Within existing funding structures, training and technical assistance can
be provided to practitioners attempting to implement recovery-oriented
practices to assist them in learning how to translate the wishes of
people in recovery into reimbursable service goals and to describe their
interventions in a manner that will generate payment.

Rather than being an add-on to existing services, transformation to
recovery-oriented care begins with discovering ways to be creative and
flexible within the constraints of existing resources.

Self-directed funding opportunities should be considered both on a
collective basis and through individualized budget programs.

Training and staff development is prioritized as an essential func-
tion to increase individual practitioners’ competencies in providing
recovery-oriented care. Necessary change strategies to address this
issue include the following:

As consensus emerges regarding the knowledge and skills needed to
implement recovery-oriented care, this information must lead to the
development of competency models, and these models must be
disseminated broadly as guidance for training programs and licensing
bodies which prepare and accredit providers of behavioral health care.

Once established, competency models should be incorporated in all
human resource activities as a means of promoting accountability and
quality improvement.

An analysis of staff’s current competencies and self-perceived training
needs should guide the development of on-going skill-building
activities at the agency level.

Competency-based training must be coupled with on-going mentorship,
enhanced supervision, recovery-oriented case conferences, and
opportunities for peer consultation.

Clinical directors and agency leaders should be involved in ongoing
training initiatives so that there is consistency between proposed
recovery-oriented practices and the system’s administrative structures.

Recovery-oriented care does not imply that there is no longer any role
for the practitioner to play. Rather, the provider’s role has changed
from that of all-knowing, all-doing caretaker to that of coach, architect,
cheerleader, facilitator, mentor, or shepherd—roles that are not always
consistent with one’s clinical training or experiences.

Training initiatives need to support people in recovery and families to
develop their own capacity to self-direct their care and life decisions.
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H.5.

H.5.1.

H.5.2.

H.5.3.

H.5.4.

H.6.

H.6.1.

H.6.2.

Forces at the societal level which undermine recovery and
community inclusion are identified and addressed. Necessary
change strategies to address this issue include the following:

Behavioral health practitioners have significant expertise to address the
lack of basic resources and opportunities in the broader community,
and are prepared to offer supportive guidance and feedback at both the
individual and community level.

Community collaborations and education must be coupled with efforts
on the part of behavioral health practitioners to recognize instances of
discrimination, to understand relevant disability legislation, and to
effectively utilize state and local resources.

Agencies are cautioned to avoid the establishment of ‘one stop shop-
ping’ service programs which may inadvertently contribute to the
perpetuation of discriminatory and unethical practices on the part of
community members. We must continue to work with community
partners to uphold their obligation to respect people with behavioral
health disorders as citizens who have the right to be treated according
to the principles of law that apply to all other individuals

Professionals and service recipients should be mindful of the limited
resources available for specialized services and should focus on
community solutions and resources first by asking “Am | about to
recommend or replicate a service or support that is already available in
the broader community?”

Certain internal barriers unique to behavioral health disorders are
identified and addressed. Necessary change strategies to address
these barriers include the following:

Staff appreciate the fact that, based on a complex interaction of the
person’s conditions and his or her past experiences in the behavioral
health care system, people with behavioral health disorders may be
reluctant to assume some of the rights and responsibilities promoted in
recovery-oriented systems. They may initially express reluctance, fears,
mistrust, and even disinterest when afforded the right to take control of
their treatment and life decisions. Exploring and addressing the many
factors influencing such responses is an important component of care.

Research indicates that many individuals with behavioral health dis-
orders also have histories of trauma. Failure to attend to such histories
may seriously undermine the treatment and rehabilitation enterprises,
and further complicate the person’s own efforts toward recovery.
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H.6.3.  Certain symptoms of illnesses may also pose direct impediments to the
recovery process. In certain conditions, the elimination or reduction of
symptoms may also come with great ambivalence, e.g., while episodes
of mania can be destructive, they may include a heightened sense of
creativity, self importance, and productivity that are difficult to give up.
Being able to identify and address these and other sequelae requires
knowledge and skill on the part of the clinical practitioner.

In each of the following sections, practitioners are given examples of what
they are likely to hear from people in recovery when these guidelines have been
implemented successfully. In addition, there is a list of recommended resources for
further reading on transformation to recovery-oriented care, as well as a glossary of
recovery-oriented language and examples of strengths-based conceptualizations that
are proposed as alternatives to current deficit-based ones.
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Introduction

The notion of recovery has become the
focus of a considerable amount of dialogue and
debate between and among various constituencies
within the mental health and addiction communities.
Prior to attempting to operationalize the various
components of DMHAS’ vision of a recovery-oriented
system of care, we thought it important to clarify these confusions, some of which are
due to the fact that the notion of recovery is in transition, moving gradually from a
well-established vision among people with addictions or mental illnesses to exerting
more influence on the practice of behavioral health care providers.

For example, being “in recovery” has long been the guiding vision and goal of
self-help* within the addiction community. Primarily a force within self-help,
however, this notion has not played as much of a role historically within the
addiction service provider community, where concepts of treatment and relapse
prevention have been more central. Having a fifty-year history of peaceful, if benign,
co-existence, these two complementary approaches have recently entered into a
period of partnership in which there is now considerable potential for them to build
dynamically on each others’ strengths to promote a unified and coherent vision of
recovery among people with addictions.

Despite being a long-standing core value in addiction, the notion of
“recovery” has emerged as a dominant force within mental health just within the last
decade. Most recently, it has taken center stage through its prominent role in both the
Surgeon General’s Report on Mental Health? and the President’s New Freedom
Commission on Mental Health. In its influential Final Report, the Commission
strongly recommended “fundamentally reforming” all of mental health care to be
based on the goal of recovery®. In both of these reports, however—as well as in
clinical and rehabilitative practice—there is considerable ambiguity and a tangible
lack of clarity about what precisely is meant by recovery in mental health. As in
addiction, much work remains to be done in mental health in developing a coherent
and unified vision of recovery that can prove to be acceptable (as well as useful) to
all involved parties.

! Derived from Alcoholics Anonymous, these so-called “12-step” groups have expanded to include many other
addictions and life conditions, and have consistently been shown to help promote and maintain abstinence.

2 Department of Health and Human Services. (1999). Mental health: A report of the Surgeon General.
Rockville, MD: Substance Abuse and Mental Health Services Administration.

3 Department of Health and Human Services. (2003). Achieving the promise: Transforming mental health care
in America. Rockville, MD: Substance Abuse and Mental Health Services Administration, p. 4
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Given its multiple and complicated parentage and the diverse constituencies
involved, it is not surprising that it has been difficult to reach consensus on any one
definition, or even on any one list of essential aspects, of the concept of recovery in
behavioral health. For the sake of clarity—as well as to facilitate future discussions
as these concepts continue to evolve—we propose the following distinction as a
prelude to articulating the Guidelines that will be used to guide the development,
monitoring, and evaluation of clinical and rehabilitative services and supports offered
within a recovery-oriented system of behavioral health care. Rather than mutually
exclusive, these two concepts are intended to be somewhat overlapping and
complementary, with the eventual goal of being brought together into a unified vision
that can be promoted equally by people in recovery, their loved ones, behavioral
health care providers, and the community at large.

e

Defining our Terms

One major source of the confusion surrounding use of the term in recovery in
behavioral health derives from a lack of clarity about the respective roles of
behavioral health practitioners and those of people with behavioral health disorders
themselves. For the purposes of this document, we offer the following two definitions
which we have found to distinguish usefully between the process of recovery (in
which the person him or herself is engaged) and the provision of recovery-oriented
care (in which the practitioner is engaged).

e Recovery refers to the ways in which a person with a mental illness
and/or addiction experiences and manages his or her disorder in
the process of reclaiming his or her life in the community.

e Recovery-oriented care is what psychiatric and addiction treatment
and rehabilitation practitioners offer in support of the person’s own
recovery efforts.
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Recovery

Given that the notion of recovery derives from the self-help and self-advocacy
communities in both addictions and mental health, the first definition of recovery
refers to what people who have these conditions do to manage their mental illness
and/or addiction and to claim or reclaim their lives in the community. In addition to
managing the condition, this sense of recovery therefore also involves what people
do to overcome the effects of being perceived as an addict or a mental patient—
including rejection from society, alienation from one’s loved ones, poverty,
substandard housing or homelessness, social isolation, unemployment, loss of valued
social roles and identity, and loss of sense of self and purpose in life—in order to
regain some degree of control over their own lives.

As experiences of being discriminated against are viewed as traumatic and
irreversible, advocates also argue that a return to a pre-existing state of health (as
another alternative definition of recovery) is not only impossible, but also would
diminish the gains the person has had to make to overcome the disorder and its
effects. Overcoming the scars of stigma requires the development and use of new
muscles, often leaving people feeling stronger than prior to the onset of their illness.

Beginning with a common foundation, recovery in addiction and in mental
health can then be seen to divide into two distinct, but at times parallel and at other
times overlapping, paths. Before turning to the characteristics of recovery-oriented
care, we provide a brief overview of the similarities and differences between these
two paths to recovery. Given the high rate at which addiction and mental illness co-
occur in the same person, we understand that any given individual may be involved
in either, or both, of these paths at the same time. For the sake of clarity, it still may
be useful to highlight a few of the salient differences between them prior to turning to

their implications for care.

Addiction Recovery. Derived from the self-help community, people who are
achieving or maintaining abstinence from drug or alcohol use following a period of
addiction have described themselves as being “in” this form of recovery for over half
a century. Being “in recovery” in this sense is meant to signify that the person is no
longer actively using substances but, due to the long-term nature of addiction,
continues to be vulnerable to relapses and therefore has to remain vigilant in
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protecting his or her sobriety. In this tradition—in
which continued vulnerability to relapse is seen as
inherent to addiction—recovery does not connote
cure, nor does it entail remission of the signs,

People who are
achieving or main-
taining abstinence

symptoms, or other deficits of a disorder as is . .. have described
common to recovery in other medical illnesses. themselves as being
Unlike in most physical illnesses, people may ... inrecovery for
consider themselves to be in recovery while over half a century.

continuing to be affected by their addiction.

Based on this definition, it is possible that many people who have used
substances to an extent that would have met current diagnostic criteria for an addition
at one point earlier in their lives, but who are no longer actively using or having to
focus on protecting their sobriety, would not consider themselves to be “in recovery.”
While for some people it may apply to the remainder of their lives, being in recovery
from addiction appears to pertain more specifically to the period following active use
in which the person is consciously and actively involved in remaining abstinent and
in which there continues to be a sense of vulnerability to relapse. In this sense,
recovery in addiction is not only hard-won but often has to be protected and
reinforced through persistent vigilance and adherence to the self-help and other
principles that made it possible in the first place.

In addition to being in recovery from the addiction, this process involves
addressing the effects and side effects of the addiction as well. The self-help tradition
recognizes that living life with an addiction generates many negative effects on one’s
life beyond the addiction per se, including detrimental effects on one’s relationships,
on one’s ability to learn or work, and on one’s self-esteem, identity, and confidence.
With the toxic effects of addiction spreading
to the person’s life as a whole, this sense of
being in recovery involves the person’s efforts
f b . to abstain from substance use while also

rom su S'Fance use while resuming increasing responsibility for his or
et Inereekilng her life. It thus often involves returning to
responsibility for his or school or work, making amends to others who
her overall life. have been hurt, repairing damaged rela-
tionships, and, in general, learning how to live
a clean and sober life.

Recovery involves the
person’s efforts to abstain

It also is true that for many people, achieving recovery may be the first time
they have known how to live without their addiction, tracing its origins back to their
earlier lives even prior to actual substance use. For these people, a clean and sober
life is not so much restored by abstinence as it is created for the first time; a gain
which they credit to their recovery above and beyond sobriety. It is not unusual in
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such cases for people in recovery to believe they are now a better person for having
gone through the addiction and recovery process than if they had never become
addicted in the first place.

e~

Mental Health Recovery. It was this same sense of being “in recovery” that was
first introduced into the mental health community approximately thirty years ago
through the self-help/consumer movement. In the process of its introduction into
mental health, this sense of recovery took on a few characteristics specific to the
history of the perception and treatment of mental illness in society. Being associated
initially with being liberated from mental hospitals (many, if not all, of the first self-
advocates were former inpatients), the mental health self-help community viewed
itself first and foremost as a civil rights movement rather than as part of any
treatment or rehabilitative enterprise.

For people with mental illnesses, prior to denoting anything like a cure or
improvement in their psychiatric condition, recovery meant having one’s civil rights
restored as a full and contributing member of society. It meant no longer being
defined entirely by one’s mental illness (i.e., as a mental patient) and having, as a
result, one’s major life decisions—as well as one’s day-to-day life activities—
determined by others. In addition to advocating for the radical reform of involuntary
commitment laws and inpatient care, advocates have since been active in identifying
ways in which community services also have unwittingly perpetuated many of the
discriminatory practices historically seen in institutional settings.

... prior to denoting anything like a cure or improvement in [one’s]
psychiatric condition, recovery meant having one’s civil rights restored
as a full and contributing member of society.

Within mental health, then, two related but distinct uses of the term recovery
have emerged. While not inconsistent with use of the term within addiction, the first
of these two senses acquires a different emphasis as an advocacy issue. This sense of
recovery is proposed as a fundamental challenge to the “mentalism” which advocates
see as continuing to permeate health and human services and to influence the ways in
which people with psychiatric disabilities are treated both inside and outside of
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mental health®. Similar to racism, sexism, and

other forms of prejudice, ... recovery [poses] a mentalism involves
a set of attitudes and fundamental challenge associated behaviors
that have the effect of to. .. “mentalism” confining a segment

of the general population to second-class citizen
ship. In this case, the discrimination is based on the belief that people with mental
illness are more like children than adults, unable to make their own decisions, to
function independently, or to take care of themselves. They thereby require the care
and direction of well-intended others in order to meet their basic needs—whether this
care and direction be provided, as earlier, in hospital settings or, as is now more
common, through community services.

Within this historical context, recovery has come to be a powerful rallying cry
and tool in the advocacy movement’s efforts to counteract mentalism and its legacy
in the lives of people with mental illnesses. It has been fueled both by the personal
conviction of people in recovery and by over thirty years of clinical research findings
which consistently have demonstrated a broad heterogeneity in outcome over time
and across domains of functioning in serious mental illness. Research has shown that
mental illness not only comes and goes over time and varies significantly in severity
and duration, but that even when a person is actively experiencing psychosis, it most
often affects only some of the person’s abilities, leaving other abilities intact.

Rather than subsuming the entirety of the
person, mental illnesses are better understood—
even in their most severe form—as disabilities
that co-exist with other areas of competence
within the context of the person’s life.> Just as

Rather than subsuming

the entirety of the person,
mental illnesses are better
understood—even in their

most severe form—as we would not assume that someone with a
disabilities that co-exist visual, auditory, or mobility impairment was
with other areas of comp- unable to take care of him or herself because he
etence within the context or she could not see, hear, or ambulate
of the person’s life. unassisted, we need not assume that a person’s

mental illness renders him or her unable or

* Chamberlin, J. (1984). Speaking for ourselves: An overview of the Ex-Psychiatric Inmates’ Movement.
Psychosocial Rehabilitation Journal, 2, 56-63.

> Beginning with the World Health Organization’s International Pilot Study of Schizophrenia launched in
1967, there have been a series of long-term, longitudinal studies conducted around the world that have pro-
duced a consistent picture of a broad heterogeneity in outcome for severe psychiatric disorders. With respect to
schizophrenia, this line of research has documented partial to full recovery in between 45-65% of each sample.
In this context, recovery has been defined narrowly as amelioration of symptoms and other deficits associated
with the disorder and a return to a pre-existing healthy state. We now know that up to two thirds of people
achieve even this narrowly-defined form of recovery from psychosis, with many others able to function
independently despite continued symptoms. For more on this research, see Davidson, L., Harding, C.M. &
Spaniol, L. (2005). Recovery from severe mental illnesses: Research evidence and implications for practice.
Boston, MA: Center for Psychiatric Rehabilitation of Boston University.
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incompetent to be in control of his or her life. As other people with disabilities may
require Braille signs, visual indicators of doorbells or ringing telephones, or
wheelchairs, people with mental illness may require similar social and environmental
supports in order to function optimally in community settings. While we have just
begun to learn to identify and offer such supports, this represents a very promising,
and important, area for future growth and development.

It is at this juncture that the civil rights movement in mental health meets up
with the sense of recovery used in addiction in order to promote an alternative vision
of mental health recovery. This second sense of recovery involves viewing
psychiatric disorder as only one aspect of a person who otherwise has assets,
interests, aspirations, and the desire and ability to continue to be in control of his or
her own life. Paralleling in some ways addiction recovery, this sense of recovery
involves the person’s assuming increasing control over his or her illness while
reclaiming responsibility for his or her life; a life that previously had been subsumed
by the disorder.

Recovery involves viewing psychiatric disorder as only one aspect of a
person who otherwise has assets, strengths, interests, aspirations, and
the desire and ability to continue to be in control of his or her own life.

In other respects, however, this sense of recovery differs from recovery in
addiction. For example, being in recovery from an addiction invariably involves
some degree of abstinence; it requires a change in the person’s condition from being
controlled by the addiction to the addiction being under at least some degree of the
person’s control. While vulnerability to relapse remains a core element of addiction
recovery, a person who continues to use cannot be viewed as in recovery; i.e., active
substance use in the context of a lack of awareness of the addiction, or in the lack of
any progress made toward decreasing use, precludes recovery.

The same cannot be said, however, for mental illness. In this respect, mental
health recovery borrows from the disability rights movement in arguing that recovery
remains possible even while a person’s condition may not change. A person with
paraplegia does not have to regain his or her mobility in order to have a satisfying life
in the community. Being in recovery similarly cannot require a cure or remission of
one’s psychiatric disorder or a return to a pre-existing state of health. Rather, it
involves a redefinition of one’s illness as only one aspect of a multi-dimensional
person who is capable of identifying, choosing, and pursuing personally meaningful
aspirations despite continuing to suffer the effects and side effects of the illness.
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With recovery in both addiction and mental health now defined, it becomes
more evident why we have said that recovery is what the person does. Addiction
treatment providers are well aware that they have not been able to make a person stop
using drugs or alcohol. In this sense, addiction recovery has always been in the hands
of the person with the addiction. What may be different about recovery-oriented care
in the addiction field are the number of things practitioners can now do over time to
increase a person’s desire to choose abstinence through the use of maotivational
enhancement strategies. In mental health, however, the idea that recovery is what the
person with the mental illness does is a less commonly accepted notion. With the
assumption that mental illness incapacitates the person in his or her entirety, more of
the focus has been on what practitioners can do to and for the person to alleviate his
or her symptoms and suffering and enhance his or her functioning.

It is important to note that defining

recovery in mental health as pertaining to what This definition of . . .
the person with the mental illness does in no way recovery in no way
diminishes the importance of professional diminishes the impor-
competence or the role of mental health care tance of professional
practitioners. What it does, instead, is to shift the competence or the
responsibility for deriving maximum benefit from role of . . . health care

health care services from the educated and caring
people who provide them to the person him or
herself who needs to use them. Rather than
devaluing professional knowledge and experience, this approach moves psychiatry
much closer to other medical specialties in which it is the health care specialist’s role
to assess the person, diagnose his or her condition, educate the person about the costs
and benefits of the most effective interventions available to treat his or her condition,
and then provide the appropriate interventions. No matter how expert or experienced
the practitioner, it is then ideally left up to the person and his or her loved ones to
make decisions about his or her own care. It is not the practitioner’s role or
responsibility to make such health care decisions for the person.® The idea of
recovery extends this conventional model of care to behavioral health as well.

practitioners.

® Emergency medicine provides another exception in cases in which the issue of informed consent/permission
to treat is suspended temporarily in order to perform life-saving measures. Such situations certainly occur in
behavioral health as well, in which practitioners must take action to protect an individual or the public in the
event of emergency or crisis situations as narrowly defined by statutory laws (e.g., suicidality, homicidality,
and grave disability). In these cases, practitioners have solid legal ground on which to stand in making
decisions for the person (i.e., against his or her will). As in medicine, however, this transfer of authority can
only be a temporary measure, in effect only for as long as an acute episode takes to resolve. In all other cases,
the decision of a judge is required in the state of Connecticut in order to terminate or otherwise place limits on
a person’s autonomy through the appointment of a conservator of person or other means.
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From Recovery to Recovery-Oriented Care

In suggesting how behavioral health might come to resemble more closely
other forms of medical care, we have arrived at the point where recovery—i.e., what
the person with a behavioral health condition does—comes into contact with
recovery-oriented care—i.e., what practitioners of mental health and substance abuse
treatment and rehabilitation offer in support of the person’s recovery. As we have
suggested above, our focus on the process of recovery as the unique journey of each
individual should not be taken to suggest that there is no longer an integral role for
services and supports.

This is no more true in behavioral health than in other forms of medicine.
When we suggest that someone who has been in an accident follow a graduated plan
of convalescence and exercise in order to regain his or her physical functioning, for
example, we do not thereby diminish the importance of the orthopedist’s role in
assessing the impact of the trauma, setting the broken bones, and prescribing an
exercise plan, which may then need to be implemented with the assistance of a
physical therapist and the support of the person’s family.

We know that while broken bones may heal of their own accord—with or
without detriment to the person’s functioning—they are more likely to heal
completely with timely and effective care. Similarly, while the person might
eventually regain his or her functioning following an accident without a graduated
exercise plan or physical therapy, he or she is more likely to do so in an expedient
and uncomplicated fashion, and is less likely to suffer unexpected setbacks, with the
guidance of competent and experienced experts. Based on these considerations, we
reject both assertions, either that: 1) the person will not benefit from professional
intervention or 2) the orthopedist is responsible for the person’s recovery. Although it
IS unguestionably each person’s own recovery, this recovery can be substantially
supported and facilitated by the assistance of competent and experienced
practitioners. The fact that we find it necessary to make this point, perhaps
repeatedly, derives mostly from the history of stigma, discrimination, and prejudice
against people with behavioral health conditions rather than from any wish to devalue
or diminish the role of behavioral health practitioners.

What, then, is the most appropriate role for the behavioral health care provider
in relation to recovery? Similar to the example provided above, what the person in
recovery is most in need of is information about the nature of his or her difficulties,
education about the range of effective interventions available to overcome or com-
pensate for these difficulties, access to opportunities to utilize these interventions in
regaining functioning, and the supports required in order to be successful in doing so.
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... what the person in recovery is most in need of is information about the
nature of his or her difficulties, education about the range of effective
interventions available to overcome or compensate for these difficulties,
access to opportunities to utilize these interventions in regaining func-
tioning, and the supports required in order to be successful in doing so.

Drawing from the orthopedic analogy, the person will need to exercise and
resume use of those faculties most directly affected by his or her trauma. In the case
of behavioral health conditions, these faculties include the person’s cognitive, social,
and emotional life as well as his or her sense of self, personal and social identity, and
belonging within his or her community. If a person with a broken leg does not try to
walk again, he or she will not regain the use of the leg that was broken. If a person
with a psychiatric or substance use disorder does not try to reclaim responsibility for
his of her life, he or she will be unable to regain his or her functioning. This fact
poses a fundamental challenge to the provision of recovery-oriented care.

Like the proverbial horse that cannot be made to drink, recovery-oriented
practitioners can create or enhance access for people in recovery to a variety of
educational, vocational, social, recreational, and affiliational activities in the
community. They cannot, however, make the decisions for the person as to which, if
any, of these activities he or she will participate in and find enjoyable or meaningful.
The challenge confronting recovery-oriented practitioners may not, in this way, be
unique to behavioral health. Cardiologists, for example, cannot make their patients
stick to a heart-healthy diet any more than oncologists can keep some of their patients
from smoking. What complicates the picture in the case of behavioral health is the
perception that the person’s decision-making capacity is itself among the faculties
most directly affected by the illness.

As both psychiatric and substance use disorders are currently viewed primarily
to be diseases of the brain, such a concern is understandable. In and of itself,
however, this concern cannot be taken to lead inevitably to the conclusion that other,
well-intentioned, people must therefore step in and make decisions for the person. In
certain, limited, circumstances practitioners are legally authorized, if not also
obligated, to do so. These circumstances include imminent risk of harm to the person
and/or others (i.e., homicidality, suicidality, grave disability). In most other
circumstances, however, practitioners are left in the difficult position of having to
honor—if not actively support—the person’s decisions, even in cases in which the
practitioner is persuaded that it is the illness, rather than the person’s best judgment,
which is driving the decision-making process.
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In the absence of conservatorship, guardianship, or other legal mechanisms,
practitioners can educate, inform, discuss, debate, and attempt to persuade the person
to embrace some options rather than others. If the person is ever to regain his or her
functioning, however, in the end she or he will have to be accorded, in Pat Deegan’s
terms, the “dignity of risk” and the “right to failure.”” As is true in most components
of recovery-oriented care, it requires concerted effort and reflection—and perhaps
supervision—as well as compassion, for behavioral health practitioners to continue to
view and treat the person as sitting in the driver’s seat of his or her own life. Given
the damage that these disorders can do to the person’s self-esteem and confidence,
though, it is difficult to imagine how recovery can be achieved through other means.

As suggested in the definition above, recovery-oriented care takes as its
primary aim offering people with psychiatric and/or addictive disorders a range of
effective and culturally-responsive interventions from which they may choose those
services and supports which they find useful in promoting or protecting their own
recovery. As further defined in Commissioner’s Policy #83 on Recovery:

A recovery-oriented system of care identifies and builds upon each
person’s assets, strengths, and areas of health and competence to
support the person in achieving a sense of mastery over mental illness
and/or addiction while regaining his or her life and a meaningful,
constructive sense of membership in the broader community.

While the goal of recovery-oriented care may appear, in this way, to be
relatively clear and straightforward, the ways in which care can be used to promote
recovery are neither so clear nor so straightforward—neither, unfortunately, are the
ways in which care, as currently configured, may impede or undermine recovery. The
following guidelines are offered as a beginning roadmap of this territory, bringing
together what we think we know at this point about how care can best promote and
sustain recovery, and how care may need to be transformed to no longer impede it.
These guidelines are drawn from over two years of conversations with practitioners,
people in recovery, families, and program managers, and are informed by the current
professional literature on recovery and recovery-oriented practice.

These guidelines focus primarily on the concrete work of practitioners and
provider agencies so as to provide practical and useful direction to individuals and
collectives that are committed to implementing recovery-oriented care. We recog-

7Deegan, P.E. (1992). The Independent Living Movement and people with psychiatric disabilities: Taking back
control over our own lives. Psychosocial Rehabilitation Journal, 15, 3-19.
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nize, however, that many of the practices described will require a broader
commitment of agency leadership to significant and on-going administrative
restructuring. We offer these guidelines as only one piece of a much larger whole, but
as an important step forward in the overall process of system transformation. Equally
Important steps were taken in the past through the development of practice standards
for culturally competent care® (which therefore are not duplicated here), and future
efforts are planned to address the crucial roles of prevention and early intervention
and the need for ongoing evaluation and monitoring of the outcomes of care.
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“Well, this is a very impressive résumé, young man. I think
you're going 1o make a fine patient.”
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8 State of Connecticut Department of Mental Health and Addiction Services Office of Multicultural Affairs.
(2001). Multicultural behavioral healthcare: Best practice standards and implementation guidelines. Hartford,
CT: State of Connecticut Department of Mental Health and Addiction Services
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Practice Guidelines for
Recovery-Oriented Behavioral Health Care

Primacy of Participation
Promoting Access and Engagement
Ensuring Continuity of Care

Employing Strengths-Based Assessment

m ©O o w »

Offering Individualized Recovery Planning

Al

Functioning as a Recovery Guide
G. Community Mapping, Development, and Inclusion

H. Identifying and Addressing Barriers to Recovery

A. The Primacy of Participation
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An essential characteristic of recovery-oriented behavioral health care is the
primacy it places on the participation of people in recovery and their loved ones in all
aspects and phases of the care delivery process. Beginning with the Federal
Rehabilitation Act of 1973 and reaffirmed in 1990 in Public Law 99-660, federal and
state governments have mandated the involvement of people with behavioral health
disorders in all components of designing and implementing systems of community-
based behavioral health care. This mandate has been confirmed consistently in
numerous federal and state statutes and regulations issued since, and forms the
foundation of CT DMHAS’s Recovery and System Transformation Initiative.

For the involvement of people in recovery and their families to be meaningful
and substantive, it must go well beyond asking them to sign off on provider-driven
treatment plans or to endorse the adoption or replication of practitioner-driven
models of care. Recovery-oriented care requires that people in recovery be involved
in all aspects and phases of the care delivery process, from the initial framing of
questions or problems to be addressed and design of the capacity and needs
assessments to be conducted, to the delivery, evaluation, and ongoing monitoring of
care, to the design and development of new services, interventions, and supports.

As recovery is what the person with the behavioral health condition does,
rather than something that can be done to or for the person by a care provider, people
in recovery, by definition, are understood to be the foremost experts on their own
needs and preferences for assistance in managing their condition and reconstructing
their lives. As a result, recovery-oriented care consistently elicits and is substantially
informed by the input and involvement of people in recovery across all levels, from
recovery planning led by individual clients (see Section E, Individualized Recovery
Planning), to program development and evaluation, to policy formulation.

You will know that you are placing primacy
on the participation of people in recovery when:

Al People in recovery are routinely invited to share their stories with
current service recipients and/or to provide training to staff.

A.2. People in recovery comprise a significant proportion of representatives
to an agency’s board of directors, advisory board, or other steering
committees and work groups. Persons in recovery are provided
orientation to their committee role by the chair, and actively contribute
to the group process. Their involvement in these groups is reflected in

meeting minutes and in decision-making processes
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A3

A4,

A.S.

A.6.

The input of people in recovery is valued, as embodied in the fact that
the agency reimburses people for the time they spend participating in
service planning, implementation, or evaluation activities, providing
peer support and mentoring, and/or providing educational and training
sessions for clients or staff. Where system involvement is a mutually
negotiated volunteer activity, people in recovery are reimbursed for out
of pocket expenses that may be associated with their participation.

Each person served is provided with an initial orientation to agency
practices regarding client rights, complaint procedures, treatment
options, advance directives, access to their records, advocacy organi-
zations (e.g., PAMI, Human Rights Commission), rehabilitation and
community resources, and spiritual/chaplaincy services. Contact
information on program staff and agency leaders is made available.
Provision of orientation is documented in the person’s record.

Initial orientation is supplemented by the routine availability of
information and agency updates to people in recovery and their loved
ones. This information is provided in a variety of formats (e.g.,
information tables, service directories, educational programs,
newsletters, web postings, etc.) to enable people in recovery and their
loved ones to make informed choices about treatments, rehabilitation,
and supports and to provide meaningful input about program and
agency performance. Feedback is regularly solicited from people in
recovery and their loved ones regarding their informational needs.

Policies are established and maintained that allow people in recovery
maximum opportunity for choice and control in their own care. For
example, people in recovery are able to a) access their records with
minimal barriers, b) incorporate psychiatric advance directives in their
recovery and crisis plans, ¢) secure the services of local or state
advocacy services as necessary, d) request transfer to an alternative
provider within agency guidelines, and e) participate actively in agency
planning activities. These policies and procedures are highlighted on
agency admission and are routinely publicized throughout the agency
through newsletters, educational postings, Consumer Empowerment
Councils, etc. This process is particularly crucial within services such
as “money management” where the line between providing a service
and infringing on people’s rights can easily be blurred in the absence of
clear programmatic guidelines and safeguards.

AT,

Measures of satisfaction with services and supports are collected
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A8.

A.9.

A.10.

A.ll.

routinely and in a timely fashion from people in recovery and their
loved ones. These data are used in strategic planning and quality
improvement initiatives to evaluate and make meaningful changes in
programs, policies, procedures, and interventions. Feedback mechan-
isms are in place to inform people in recovery and their loved ones of
changes and actions taken based on their input.

Formal grievance procedures are established and made readily avail-
able to people in recovery and their loved ones to address their
dissatisfactions with services. People in recovery and their loved ones
are fully informed about these procedures on a regular basis, and the
frequency and focus of grievances are tracked to inform agency or
program quality improvement processes.

Administration enforces ethical practice through proactive human
resource oversight. This oversight prohibits the use of coercive
practices, and holds all staff accountable for affording people in
recovery maximum control over their own treatment and rehabilitation.

Assertive efforts are made to recruit people in recovery for a variety of
staff positions for which they are qualified. These include positions for
which their personal experience of disability and recovery make them
uniquely qualified (e.g., peer support), as well as positions for which
they are qualified by virtue of licensure (e.g., nursing, psychiatry) or
other training or work experience (clerical, administrative, medical
records, etc.). Assertive efforts include establishing mentoring pro-
grams for employees in recovery so they can advance in their skills and
attain the necessary credentialing that will allow them to occupy a more
diverse range of agency positions.

Active recruitment of people in recovery for existing staff positions is
coupled with ongoing support for the development of a range of peer-
operated services that function independent of, but in collaboration
with, the professional agency. This will help to ensure that the recovery
community’s role is supported, while avoiding co-opting by transform-
ing it into an adjunct service provider. As one example, recovery
community centers operated by people in recovery should be available
in all areas. Such recovery centers are neither treatment centers nor
social clubs. They are places where people who are interested in
learning about recovery can meet with other non- professronals to get

STUPPOTT fes

people to talk to. Agencies can demonstrate their support for peer-
operated services by offering material and supervisory support to
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Al2.

A.13.

Al4.

emerging programs. For example, technical assistance or mentoring
regarding business management, attainment of 501(c)3 status, human
resource practices, etc., can greatly facilitate the establishment and
long-term viability of emerging peer-operated services. Care should be
taken to ensure capacity-building and enhanced independence in the
peer-operated program over time. As with all community support
programs, peer-operated services should be well integrated with the
agency at large in terms of committee membership and with recovery
planning at the individual level.

Self-disclosure by employed persons in recovery is respected as a
personal decision and is not prohibited by agency policy or practice.
Supervision is available to discuss the complex issues which can arise
with self-disclosure.

Staff appreciate that many people in recovery may not, at first, share
the understanding that they are the foremost experts on the manage-
ment of their own condition. Persons who have come to depend upon
services and professionals to alleviate their distress may neither believe
themselves capable of being the expert nor recognize that they are
entitled to occupy this role. Therefore, staff encourage individuals to
claim their rights and to make meaningful contributions to their own
care and to the system as a whole. For example, individuals are
encouraged to become involved in local and state advocacy as a means
of developing their confidence and skills in self-determination and
collective action, agency efforts to enhance the participation of service
users are widely publicized to the recovery community, and general
education is offered regarding the necessity of active service-user
involvement to achieve recovery outcomes. While people are to be
encouraged to become involved at all levels of the system, not every-
one will want to participate beyond the primary level of involvement,
i.e., their personal recovery plan. As in other areas of self-determina-
tion, this too is respected as a valid choice.

The agency offers to host local, regional, and/or state events and
advocacy activities for people in recovery and their loved ones, e.g.,
meetings of 12-step fellowships, Connecticut Community for Addiction
Recovery, Advocacy Unlimited, and Focus on Recovery-United.

What you will hear from people in recovery

when you are placing primacy on their participation:
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You know, at first | thought, “What do | know or what could I possibly say at
this meeting?”” But then, | could tell that what | had to say made a difference.
People were really listening to me. I finally got a place at the table!

| knew | was in recovery when | could help somebody else that was in the
same awful place I used to be. But I think about where | am today: healthy,
and drug free, and being a real Grandma. And getting back in the work field
as a peer provider makes me feel good; makes me understand that | can do
this. | can really do this. And if I could do this, anybody can do this. Folks get
hope when they look at me.

| don’t have to hide who | am—even the part of me that isn’t well. Because it’s
that part of me and all the things I’ve experienced as a client here -- good and
bad -- that gives me ideas for how things could change.

| just didn’t think my program was a good fit for me. | was sticking it out, but
lots of other folks stopped showing up. But then, somebody came in and we
had a great talk about what was working and what wasn’t in the program.
And some changes actually got made. Things are a lot better now. The group
is packed every week!

39



B. Promoting Access and Engagement

A core principle of the deinstitutionalization movement of the 1950s and
beyond was that persons with psychiatric disabilities should receive mental health
services in the least restrictive setting possible within their home communities.
Community mental health centers and clinics were developed in large part in
response to this principle. Unfortunately, many persons with psychiatric disabilities
did not receive care due to a variety of factors such as: inadequate funding for
community-based services, administrative and bureaucratic barriers that discouraged
people from seeking care, expectations of motivation for treatment that did not take
into account internal (to the clinic) or external (in the person’s environment) barriers
to care, a lack of knowledge of ways to engage people living in the community into
mental health treatment, clients’ avoidance of the mental health system because of
previous negative experiences, and persons’ inability to meet the requirements of
treatment (e.g. appointment times, etc.) due to the exigencies of their lives of poverty
and/or homelessness, or due to their psychiatric symptoms. Thus, many people who
were eligible for services did not receive them, and suffered impoverished lives
without adequate treatment, social support, or material resources in the community.

For these, and additional, reasons, the recent U.S. Surgeon General’s Report
on Mental Health® suggested that for every one person who seeks and receives
specialty mental health care for a diagnosable psychiatric disorder, there remain two
individuals, with similar conditions, who will neither gain access to nor receive such
care. This report was followed by a supplement on culture, race, and ethnicity, which
further identified lack of access to care as an even more formidable obstacle to
recovery among people of color™.

While this situation may seem dire, the proportion of people who access and
receive care to those who are in need of such care is even worse in the case of addic-
tion, with approximately 1 out of 7 people with an addiction actually receiving active
behavioral health treatment. These facts clearly warrant the attention of the
behavioral health system, including a greater focus on efforts to enhance access and
engage people in care.

Access to care involves facilitating swift and uncomplicated entry into care,
and can be increased through a variety of means. These include: 1) conducting
outreach to persons who may not otherwise receive information about services or
who may avoid institutional settings where services are provided; 2) establishing
numerous points of entry into a wide range of treatment, rehabilitative, social, and

9Department of Health and Human Services. (1999). Mental health: A report of the Surgeon General.
Rockville, MD: Substance Abuse and Mental Health Services Administration.

0Department of Health and Human Services. (2001). Mental health: Culture, race, and ethnicity. Rockville,
MD: Substance Abuse and Mental Health Services Administration.
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other support services. For example, a public health nurse working with a homeless
outreach team facilitates a person’s entry into behavioral health care, a clinician
might help the person gain access to vocational services and entitlement income
support, and, with the client’s permission, all of these service providers meet with or
talk to each other regularly to coordinate their work with the person; and 3) ensuring
that information about services is made readily available and understandable to
people through public education and information, liaison with other agencies, links to
self-help groups, and other venues.

Access to care also involves removing barriers to receiving care, including
bureaucratic red tape, intimidating or unwelcoming physical environments and pro-
gram procedures, schedule conflicts, and modes of service provision that conflict
with the life situations and demands of persons with psychiatric disabilities or addic-
tion. It also means that access to care goes far beyond mere eligibility to receive
services. Finally, access to care involves moving away from traditional philosophies
of treatment—including hitting bottom (e.g., “Addicts can’t be helped until they hit
bottom and have lost everything”) and incrementalism (e.g., “We can’t house people
with addictions until they’ve been in recovery for 6 months”)—and toward stages of
change approaches, recognizing that addressing basic needs, employment, and
housing can enhance motivation for treatment and recovery.

Engagement into services is closely tied to access to care. Engagement
involves making contact with the person rather than with the diagnosis or disability,
building trust over time, attending to the person’s stated needs and, directly or
indirectly, providing a range of services in addition to clinical care. The process of
engagement benefits from new understandings of motivational enhancement, which
sees people standing at various points on a continuum from pre-readiness for
treatment to being in recovery, rather than being either motivated or unmotivated.

Engagement involves sensitivity to the thin line between persuasion and
coercion and attention to the power differential between the service provider and the
client or potential client, and the ways in which these factors can undermine personal
choice. Finally, methods of ensuring access and engagement are integrated within
and are part of providing good clinical and rehabilitative care, not adjuncts or
qualifications to them.

You will know that you are
promoting access and engagement when:

B.1. The service system has the capacity to go where the potential client is,
rather than always insisting that the client come to the service. Services
and structures (e.g., hours of operation and locations of services) are
designed around client needs, characteristics, and preferences.
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B.2.

B.3.

B.4.

B.S.

B.6.

The team provides, or can help the person gain swift access to, a wide
range of services. People can access these services from many different
points. In a “no wrong door” approach to providing an array of
services, individuals can also self-refer to a range of service options
(e.g., specialized rehabilitation supports) without the need for referral
from a primary clinical provider. In addition, individuals can access
DMHAS-funded rehabilitation programs without being mandated to
participate in clinical care. However, self referrals will be subject to
admission and oversight and need approval by a licensed entity to
satisfy reimbursement and accreditation needs.

There is not a strict separation between clinical and case management
functions, though there may be differences in expertise and training of
the people providing these services. Services and supports address
presenting clinical issues, but are also responsive to pressing social,
housing, employment, and spiritual needs. For example, employment is
valued as an important element of recovery. Skill building and finding
employment are competencies included in all staff job descriptions,
including clinical providers, with only the most difficult-to-place
clients being referred to specialized programs.

The assessment of motivation is based on a stages of change model,
and services and supports incorporate motivational enhancement
strategies which assist providers in meeting each person at his or her
own level. Training in these strategies is required for all staff who work
with people with addictions in order to help move people toward
recovery.

Staff and agencies look for signs of organizational barriers or other
obstacles to care before concluding that a client is non-compliant with
treatment or unmotivated for care, e.g., meeting the needs of women
with children for daycare.

Agencies have “zero reject” policies that do not exclude people from
care based on symptomatology, substance use, or unwillingness to
participate in prerequisite clinical or program activities. For example,
vocational rehabilitation agencies do not employ screening procedures
based on arbitrary “work readiness” criteria, as such criteria have
limited predictive validity regarding employment outcomes. In addi-
tion, such procedures suggest that individuals must attain, and main-
tain, clinical stability or abstinence before they can pursue a life in the
community, when, in fact, employment and other meaningful activities
are often a path through which people become stable in the first place.

42




B.7.

B.8.

B.9.

B.10.

B.11.

B.12.

B.13.

Staff have an “open case” policy which dictates that a person’s refusal
of services, even despite intensive and long-term outreach and engage-
ment, does not require that he or she be dropped from the “outreach”
list. This person may still accept services at another time. Committee
structures and supervision are in place to evaluate the fine line between
assertive outreach versus potential harassment or coercion. In addition,
the agency establishes guidelines regarding what defines an “active”
versus an “outreach” client, and considers how such definitions impact
program enrollment, documentation standards, 30 day drop out lists,
case load definitions, and reimbursement strategies.

From an administrative perspective, the system builds on a commit-
ment to and practice of motivational enhancement, with reimbursement
for pre-treatment and recovery management supports. This includes
flexibility in outpatient care, including low-intensity care for those who
do not presently benefit from high-intensity treatment.

Outpatient substance abuse treatment clinicians are paired with out-
reach workers to capitalize on the moment of crisis that can lead people
to accept treatment, and to gain access to their appropriate level of care.

Mental health professionals, addictions specialists, and people in
recovery are placed in critical locales to assist in the early stages of
engagement, e.g., in shelters, in courts, in hospital emergency rooms,
and in community health centers. The agency develops and establishes
the necessary memoranda of agreement and protocols to facilitate this
co-location of services.

The team or agency employs staff with first person experience of
recovery who have a special ability to make contact with and engage
people into services and treatment.

Housing and support options are available for those who are not
interested in, or ready for, detoxification, but who may begin to engage
in their own recovery if housing and support are available to them.
Provider ambivalence regarding harm reduction approaches and the
issue of public support for persons who are actively using must be
addressed in regard to this point.

The availability of sober housing is expanded to make it possible for
people to go immediately from residential or intensive outpatient
treatment programs into housing that supports their recovery.
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What you will hear from people in recovery
when you are promoting access and engagement:

| didn’t want nothing to do with them at first. But, folks from the Center just
kept showing up . . . they didn’t drop me or let me get off on the wrong track...
they didn’t give up, they just stuck by me. It was like a velvet bulldozer.

| hated going to their building. Everybody looked at me as | was walking up
the block like “Oh, I wonder if he’s a patient there — crazy and on dope.” So, |
just never went. But, they came to me on my own turn and my own terms.
Today, I think my case manager is the reason I’m still alive.

| got help with the kinds of things that were most important to me — like
getting my daughter back, and putting food on the table for her. Since they
were willing to help me with that stuff, | figured “Hey, maybe | should listen
to what they are telling me and try out that program they keep talking about.”
Today I’ve been clean for 9 months...

Nobody wanted anything to do with me before. It was always “Come back and
see us when you get serious about your recovery... when you’ve got some
clean urines.” But, then, this program tried to help me out with getting this
job | had wanted for a really long time. Now, | am working part time and I’ve
finally got a reason to be sober every day.

They knew when to take ““no” for an answer. They didn’t stay on my back all
the time, but | knew they were always there for me if | needed them. Now |
don’t say ““no’ so often.
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C. Ensuring Continuity of Care

Recovery in both addiction and in mental health, in the sense in which we are
using it in this document, refers to a prolonged or long-term process. It does not refer,
that is, to an acute phenomenon such as recovery from the flu or from a broken bone.
This is not to say that substance use or mental illness cannot also be acute in nature.
Many people do, in fact, experience one episode of mental illness or a short-lived
period of substance use and do not develop prolonged conditions to begin with.

For such people experiencing only one acute and delimited episode of either
substance use or mental illness, however, the notion of recovery is unlikely to have
much relevance. Such individuals are unlikely to consider themselves, or to refer to
themselves, for example, as being “in recovery” from psychiatric or substance use
disorders. In the face of the significant stigma and discrimination which continue to
accrue to psychiatric and substance use disorders in the general public, these persons
seldom disclose their psychiatric or addiction history or define themselves in terms of
this isolated episode of illness, preferring to return quietly to the normal lives they
led previously. Without giving much thought to the repercussions of their condition
for their social role or sense of identity, such individuals are unlikely to describe
themselves as being “in recovery” from anything.

For those individuals for whom being in recovery is a meaningful goal, the
nature of their struggle with mental illness and/or addiction is likely to be sustained.
In such cases—which, it should be acknowledged, comprise a significant segment of
Connecticut citizens receiving care from DMHAS—an acute model of care is not the
most useful or appropriate. Particularly in terms of system design, prolonged
conditions call for longitudinal models that emphasize continuity of care over time
and across programs. Consistent with the principles undergirding the “new recovery
movement” in addictions, the long-term nature of addiction and mental illness
suggests a number of parameters for developing new models of care that go beyond
loosely linked acute episodes™.

These models are based on the belief that full recovery is seldom achieved
from a single episode of treatment, and that providers, as well as clients, families, and
policy makers, should not be disappointed or discouraged by the fact that there are no
quick fixes. Similar to (other) chronic medical illnesses, previous treatment of a
person’s condition also should not be taken to be indicative of a poor prognosis, of
non-compliance, or of the person’s not trying hard enough to recover. Relapses in
substance use and exacerbations of psychiatric symptoms are to be viewed as further
evidence of the severity of the person’s condition rather than as causes for discharge
(e.g., we do not discharge a person from the care of a cardiologist for having a

MWhite, W. (2001). The new recovery advocacy movement: A call to service. Counselor, 2(6), 64-67.
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second or third heart attack). All of these principles suggest that treatment,
rehabilitation, and support are not to be offered through serial episodes of
disconnected care offered by different providers, but through a carefully crafted
system of care that ensures continuity of the person’s most significant healing
relationships and supports over time and across episodes, programs, and agencies.

You will know that you are
ensuring continuity of care when:

C.1. The central concern of engagement shifts from: “How do we get the
client into treatment?” to: “How do we nest the process of recovery
within the person’s natural environment?” For example, people have
often asked for meeting places and activities to be available on
weekends, especially for those individuals who are in the early stages
of their recovery.

C.2. Services are designed to be welcoming to all individuals and there is a
low threshold (i.e., minimal requirements) for entry into care. There
also is an emphasis on outreach and pre-treatment recovery support
services that can ensure that individuals are not unnecessarily excluded
from care. If a person is denied care, they receive written explanations
as to why and are connected to appropriate alternatives including
appointment and transportation.

C.3. Eligibility and reimbursement strategies for this group of individuals
(i.e., outreach and pre-engagement) are established and refined as
necessary over time by administrative leadership.

C.4. People have a flexible array of options from which to choose, and
options are not limited to what “programs” are available. These options
allow for a high degree of individualization and a greater emphasis on
the physical/social ecology (i.e., context) of recovery.

C.5. Individuals are not expected or required to progress through a conti-
nuum of care in a linear or sequential manner. For example, individuals
are not required to enroll in a group home as a condition of hospital
discharge when this is determined solely by professionals to be the
most appropriate level of care. Rather, within the context of a respon-
sive continuum of care, individuals work in collaboration with their
recovery team to select those services from within the array that meet
their particular needs and preferences at a given point in time.
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C.6.

C.7.

C.8.

C.9.

C.10.

In a Recovery Management Model, an individual’s stage of change is
considered at all points in time and the focus of care is on enhancing
existing strengths and recovery capital. The assessment of problems
and needs is consistently coupled with an assessment of resources and
strengths both in initial and in on-going recovery planning. This is best
achieved by including the person’s family/kinship network and/or any
natural supports she or he believes would be supportive of recovery.

Goals and objectives in the recovery plan are not defined by practi-
tioners based on clinically-valued outcomes (e.g., reducing symptoms,
increasing adherence), but rather are defined by the person with a focus
on building recovery capital and pursuing a life in the community.

The overall focus of care shifts from preventing relapse to promoting
recovery. Services are not primarily oriented toward crisis or problem
resolution, e.g., detoxification and stabilization. There is a full array of
recovery support services, including proactive, preventive supports and
post-crisis, community-based resources such as adequate safe housing,
recovery community centers operated by people in recovery, sustained
recovery coaching, monitoring with feedback, and early re-intervention
if necessary. The concept of “aftercare” is irrelevant as all care is
conceptualized as continuing care and there is a commitment to provide
ongoing, flexible supports as necessary.

Valued outcomes are influenced by the system’s commitment to
ensuring continuity of care. For example, less emphasis is placed on a
professional review of the short-term outcomes of single episodes of
care (e.g., readmission or incarceration rates) and more emphasis is
placed on the long-term effects of service combinations and sequences
on those outcomes valued by the person such as quality of life domains
including satisfaction with housing, relationships, and employment.

The range of valued expertise is expanded beyond specialized clinical
and rehabilitative professionals and technical experts to include the
contributions of multiple individuals and services. These individuals
may include peers in paid or volunteer positions, mutual aid groups,
indigenous healers, faith community leaders, primary care providers,
and other natural supports. Valuing and incorporating such community
resources in ongoing care planning is viewed as essential to decreasing
dependence on formal behavioral health care and assisting the person to
develop a more natural recovery network. In this spirit, the community,
rather than the clinic, agency, or program, is viewed as the ultimate
context for sustained recovery.
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C.11.

C.12.

C.13.

C.14.

C.15.

Individuals are seen as capable of illness self-management and inter-
ventions support this as a valued goal of recovery-oriented services.
People are actively involved in all aspects of their care including policy
development, assessment, goal setting, and evaluation. These different
forms of involvement build capacity for independent community living
and are powerful antidotes to the passivity and dependence that may
have resulted from years of being a recipient of professionally-pre-
scribed and delivered care. In the process of decreasing the power
differential that traditionally has characterized relationships between
clients and providers, care is conceptualized within a partnership or
consultant framework in which services—while available over the
long-term—may be time-limited and accessed by the person when and
as she or he deems necessary.

New technologies (e.g., tele-medicine and web-based applications and
self-help resources) are incorporated as service options to enhance
illness self-management collaborative treatment relationships.

Access to housing, employment, and other supports that make recovery
sustainable is enhanced. This includes changing policies and laws that
restrict people’s access to employment and home ownership, such
having a criminal record for non-violent, one-time, drug-dealing
offenses or offenses related to psychiatric disability.

Policy formulation and legislative advocacy at the administrative level
is coupled with on-going efforts to work collaboratively with a variety
of state systems to ensure continuity of care, e.g., with the Department
of Corrections to put into place plans for re-entry, with resources such
as Oxford Houses and rental assistance for people with substance use
disorders coming out of jails and prisons.

In order to facilitate sustained recovery and community inclusion,
advocacy efforts are extended beyond institutional policies and proce-
dures to the larger community, including stigma-busting, community
education, and community resource development activities.
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What you will hear from people in recovery
when you are ensuring continuity of care:

They were there for me — no strings attached. I didn’t walk through the door
and get a whole bunch of expectations dumped on me.

People respected that | was doing the best I could. It was two steps forward
one step back for a long time, but overall, I was moving in the right direction
for the first time in as long as | could remember. But they stuck with me for the
long haul. Now, I’ve been clean for 18 months, and someone still calls me
everyday to check in—even if its just to day “Hi, How ya’ doin’?”’

| didn’t get kicked out of the program because | had a dirty urine—it used to be
that happened every week. This time, | had been clean for two months. My
case manager reminded of how good it was in those two months and | wanted
to get back there.

It used to be | was terrified of leaving detox. I’d go back to the same crappy
environment and be back out on the streets in a matter of days. But, | got into
some sober housing and it changed my life.

They knew | needed to work on my recovery AND my life at the same time.
That meant getting a part-time job, paying off my debts, working on my
marriage, and learning how to enjoy myself again and to do it all drug-free.
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D. Employing Strengths-Based Assessment

As described above, traditional behavioral health services have been based on
a narrow and acute medical model that perceives mental illnesses and addictions as
diseases that can be treated and cured. While this approach works effectively for
many people, for many others it primarily serves to add additional weight to their
already heavy burdens. In this case, providers have had an unfortunate tendency to
overlook the remaining and co-existing areas of health, assets, strengths, and
competencies that the person continues to have at his or her disposal—what remains
“right” with people—by focusing on the assessment and treatment of their deficits,
aberrations, and symptoms—uwhat is “wrong” with people. Emphasizing the negative
in this way has led to a tremendous sense of hopelessness and despair among both
clients and the behavioral health practitioners who serve them.

In addition, whether one has a psychiatric disability or an addiction, focusing
solely on deficits in the absence of a thoughtful analysis of strengths disregards the
most critical resources an individual has on which to build in his or her efforts to
adapt to stressful situations, confront environmental challenges, improve his or her
quality of life, and advance in his or her unique recovery journey. As the process of
improvement depends, in the end, on the resources, reserves, efforts, and assets of
and around the individual, family, or community, a recovery orientation thus
encourages providers to view the glass as half full rather than half empty™*.

Following principles that have been articulated at length by Rapp and others®?,
strengths-based approaches allow professionals to balance critical needs that must be
met with the resources and strengths that individuals and families possess to assist
them in this process. This perspective encourages providers to recognize that no
matter how disabled, every person continues to have strengths and capabilities as
well as the capacity to continue to learn and develop. The failure of an individual to
display competencies or strengths is therefore not necessarily attributed to deficits
within the person, but may rather, or in addition, be due to the failure of the service
system and broader community to adequately elicit information in this area or to
create the opportunities and supports needed for these strengths to displayed.

While system and assessment procedures have made strides in recent years
regarding inquiry into the area of individual resources and capacities, simply asking
an individual what strengths they possess or what things they think they are “good at”
may not be sufficient to solicit the information that is critical to the recovery planning
process. For example, many people who have prolonged conditions will at first report

128a|eeby, D. (2001). The diagnostics strengths manual. Social Work, 46, (2), 183-187.

13Ralpp, C.A. (1998). The Strengths Model: Case management with people suffering from Severe and
Persistent Mental IlIness. New York: Oxford University Press.
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that they have no strengths. Such a response should not be taken at face value, but
rather to represent the years of difficulties and failures they may have endured and
the degree of demoralization which has resulted. Over time, it is not uncommon for
such individuals to lose touch with the healthier and more positive aspects of
themselves and become unable to see beyond the “patient” or “addict” role.

When facing such circumstances, providers need to conceptualize one of their
first steps as assisting this person to get back in touch with his or her previous
interests, talents, and gifts. The guidelines below are intended to assist providers in
conducting a comprehensive, strengths-based assessment that can help people to
rediscover themselves as capable persons with a history, a future, and with strengths
and interests beyond their symptoms, deficits, or functional impairments.

You will know that you are providing
strengths-based assessment when:

D.1. A discussion of strengths is a central focus of every assessment, care
plan, and case summary. Assessments begin with the assumption that
individuals are the experts on their own recovery, and that they have
learned much in the process of living with and working through their
struggles. This strengths-based assessment is conducted as a collabor-
ative process and all assessments in written form are shared with the
individual.

D.2. Initial assessments recognize the power of simple, yet powerful,
questions such as “What happened? And what do you think would be
helpful? And what are your goals in life?” Self-assessment tools rating
level of satisfaction in various life areas can be useful ways to identify
diverse goal areas around which supports can then be designed.

D.3. Practitioners attempt to interpret perceived deficits within a strengths
and resilience framework, as this will allow the individual to identify
less with the limitations of their disorder. For example, an individual
who takes their medication irregularly may automatically be perceived
as “non-compliant,” “lacking insight,” or “requiring monitoring to take
meds as prescribed.” This same individual, however, could also be seen
as “making use of alternative coping strategies such as exercise and
relaxation to reduce reliance on medications” or could be praised for
“working collaboratively to develop a contingency plan for when
medications are to be used on an ‘as-needed’ basis.”
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D.4. While strengths of the individual are a focus of the assessment proce-
dure, thoughtful consideration also is given to potential strengths and
resources within the individual’s family, natural support network,
service system, and community at large. This is consistent with the
view that recovery is not a solitary process but rather a journey toward
interdependence within one’s community of choice.

D.5. The diversity of strengths that can serve as resources for the person and
his or her recovery planning team is respected. Saleeby, for example,
has recommended conceptualizing strengths broadly to include the
following dimensions: skills (e.g., gardening, caring for children,
speaking Spanish, doing budgets); talents (e.g., playing the bagpipes,
cooking); personal virtues and traits (e.g., insight, patience, sense of
humor, self-discipline); interpersonal skills (e.g., comforting the sick,
giving advice, mediating conflicts); interpersonal and environmental
resources (e.g., extended family, good neighbors); cultural knowledge
and lore (e.g., healing ceremonies and rituals, stories of cultural per-
severance); family stories and narratives (e.g., migration and settle-
ment, falls from grace and redemption); knowledge gained from
struggling with adversity (e.g., how one came to survive past events,
how one maintains hope and faith); knowledge gained from occupa-
tional or parental roles (e.g., caring for others, planning events); spirit-
uality and faith (e.g., a system of meaning to rely on, a declaration of
purpose beyond self); and hopes and dreams (e.g., personal goals and
vision, positive expectations about a better future)™*.

D.6. In addition to the assessment of individual capacities, it is beneficial to
explore other areas not traditionally considered “strengths,” e.g., the
individual’s most significant or most valued accomplishments, ways of
relaxing and having fun, ways of calming down when upset, preferred
living environment, educational achievements, personal heroes, most
meaningful compliment ever received, etc.

D.7. Assessment explores the whole of people’s lives while ensuring empha-
sis is given to the individual’s expressed and pressing priorities. For
example, people experiencing problems with mental illness or addiction
often place less emphasis on symptom reduction and abstinence than on
desired improvements in other areas of life such as work, financial
security, safe housing, or relationships. For this reason, it is beneficial
to explore in detail each individuals’ needs and resources in these areas.

YSaleeby, D. (2001). The diagnostics strengths manual. Social Work, 46(2), 183-187.
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D.8. Strengths-based assessments ask people what has worked for them in
the past and incorporate these ideas in the recovery plan. People are
more likely to use strategies that they have personally identified or
developed rather than those that have been prescribed for them by
others.

D.9. Guidance for completing a strengths-based assessment may be derived
from certain interviewing strategies employed within solution-focused
approaches to treatment. For example, DeJong and Miller recommend
the following types of inquiry: exploring for exceptions (occasions
when the problem could have occurred but did not), imagining a future
when the problem has been solved and exploring, in detail, how life
would then be different; assessing coping strategies, i.e., asking how an
individual is able to cope despite the presence of such problems; and
using scaling questions (where the individual rates his or her current
experience of the problem) to elucidate what might be subtle signs of
progress®.

D.10. IlIness self-management strategies and daily wellness approaches such
as WRAP*® are respected as highly effective, person-directed, recovery
tools, and are fully explored in the strengths-based assessment process.

D.11. Cause-and-effect explanations are offered with caution in strengths-
based assessment as such thinking can lead to simplistic resolutions
that fail to address the person’s situation. In addition, simplistic
solutions may inappropriately assign blame for the problem to the
individual, with blame being described as “the first cousin” of deficit-
based models of practice’. For example, to conclude that an individual
did not pay his or her rent as a direct consequence of his or her “non-
compliance” with medications could lead to an intrusive intervention to
exert control over the individual’s finances or medication. Strengths-
based assessments respect that problem situations are usually the result
of complex, multi-dimensional influences, and explore with the person
in more detail the various factors that led to his or her decisions and
behavior (e.g., expressing displeasure with a negligent landlord).

YDelJong, G. & Miller, S. (1995) How to interview for client strengths, Social Work, (40), 729-736.
16Copeland, M. (2002). The depression workbook: A guide for living with depression and manic depression.
Wellness Recovery Action Plan. Oakland, CA: New Harbinger Publications.

17Cowger, C.D. (1994). Assessing client strengths: Clinical assessment for client empowerment. Social Work
39(3), 262-268.
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D.12.

D.13.

D.14.

D.15.

Strengths-based assessments are developed through in-depth discussion
with the individual as well as attempts to solicit collateral information
regarding strengths from the individual’s family and natural supports.
Since obtaining all of the necessary information requires time and a
trusting relationship with the person, a strengths-based assessment may
need to be completed (or expanded upon) after the initial contact as
treatment and rehabilitation unfold. While each situation may vary, the
assessment is written up as soon as possible in order to help guide the
work and interventions of the Recovery Planning Team. Modular
approaches to service delivery, billing, and reimbursement are consid-
ered by local and state administrative leadership, e.g., certain inform-
ation is gathered in the first 24 hours with additional areas being
assessed by the end of one week, one month, etc.

Efforts are made to record the individual’s responses verbatim rather
than translating the information into professional language. This helps
to ensure that the assessment remains narrative-based and person-
centered. If technical language must be used, it is translated appro-
priately and presented in a person-first, non-offensive manner, e.g.,
avoiding the language of “dysfunction, disorder.”

Practitioners are mindful of the power of language and carefully avoid
the subtle messages that professional language has historically con-
veyed to people with psychiatric diagnoses, addictions, and their loved
ones. Language is used that is empowering, avoiding the eliciting of
pity or sympathy, as this can cast people with disabilities in a passive,
“victim” role and reinforce negative stereotypes. For example, just as
we have learned to refer to “people who use wheelchairs” as opposed to
“the wheelchair bound” we should refer to “individuals who use medi-
cation as a recovery tool” as opposed to people who are “dependent on
medication for clinical stability.” In particular, words such as “hope”
and “recovery” are used frequently in documentation and delivery of
services.

Practitioners avoid using diagnostic labels as “catch-all” means of des-
cribing an individual (e.g., “she’s a borderline™), as such labels yield
minimal information regarding the person’s actual experience or
manifestation of their illness or addiction. Alternatively, a person’s
needs are not well captured by a label, but by an accurate description of
his or her functional strengths and limitations. While diagnostic profiles
may be required for other purposes (e.g., decisions regarding
medication, justification of level of care), asset-based assessment
places limited value on diagnosis per se. In addition, acknowledging
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D.16.

D.17.

limitations and areas of need are not viewed as accepting one’s fate as a
mentally ill person or an addict. Rather, identifying and accepting one’s
current limitations is seen as a constructive step in the process of
recovery. Gaining a sense of perspective on both strengths and weak-
nesses is critical in this process as it allows the person to identify, pur-
sue, and achieve life goals despite the lingering presence of disability.

Language used is neither stigmatizing nor objectifying. At all times
“person first” language is used to acknowledge that the disability is not
as important as the person’s individuality and humanity, e.g., “a person
with schizophrenia” versus “a schizophrenic” or a “person with an
addiction” versus “an addict.” Employing person-first language does
not mean that a person’s disability is hidden or seen as irrelevant; how-
ever, it also is not to be the sole focus of any description about that
person. To make it the sole focus is depersonalizing, and is no longer
considered an acceptable practice.

Exceptions to person-first and empowering language that are preferred
by some persons in recovery are respected. For instance, the personal
preferences of some individuals with substance use disorders, particu-
larly those who work the 12-Steps as a primary tool of their recovery,
may at times be inconsistent with person-first language. Within the 12-
Step Fellowship, early steps in the recovery process involve admitting
one’s powerlessness over a substance and acknowledging how one’s
life has become unmanageable. It is also common for such individuals
to introduce themselves as: “My name is X and | am an alcoholic.”
This preference is respected as a part of the person’s unique recovery
process, and it is understood that it would be contrary to recovery
principles to pressure the person to identify as “a person with alcohol-
Ism” in the name of person-first language or principles. Use of person-
first language is in the service of the person’s recovery; it is not a
super-ordinate principle to which the person must conform. While the
majority of people with disabilities prefer to be referred to in first-
person language, when in doubt ask the person what he or she prefers.

What you will hear from people in recovery when
you are employing strengths-based assessment:

e | used to think my life was over, but my illness isn’t a death sentence. Its just
one small part of who | am. Sometimes | forget about those other parts — the
healthy parts of me. But my counselor always reminds me. You really need
someone like that in your life.
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e Being in recovery means that | know I have certain limitations and things |
can’t do. But rather than letting these limitations be an occasion for despair
and giving up, | have learned that in knowing what | can’t do, | also open up
the possibilities of all I can do.*®

e | thought | was so alone in my problems. I may not feel as though I have much
strength right now, but I realize | can draw strength from all the people
around me... my friends, my neighbors, my pastor, and my counselors here at
the Center.

e When they asked me about what | was good at and what sorts of things in my
life made me happy, at first I didn’t know who they were talking to. Nobody
ever asked me those kinds of questions before. Just sitting through that
interview, | felt better than before | had walked through the door!

e No one here treats me like a label. Just because | have schizophrenia, that
doesn’t tell you a whole lot. My roommate does too, but we couldn’t be more
different. Folks here take the time to get to know lots of things about me, not
just the things that go along with my diagnosis.

18Deegan,, P.E. (1993). Recovering our sense of value after being labeled mentally ill. Journal of Psychosocial
Nursing, 31(4), 7-11.
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E. Offering Individualized Recovery Planning

In accordance with the Connecticut General Statutes, as well as Federal and
JCAHO guidelines regarding the need for individualized care, all treatment and
rehabilitative services and supports to be provided shall be based on an
individualized, multidisciplinary recovery plan developed in collaboration with the
person receiving these services and any others that he or she identifies as supportive
of this process. While based on a model of collaboration and partnership, significant
effort will be taken to ensure that individuals’ rights to self-determination are
respected and that all individuals are afforded maximum opportunity to exercise
choice in the full range of treatment and life decisions. The individualized recovery
plan will satisfy the criteria of treatment, service, or care plans required by other
bodies (e.g., CMS) and will include a comprehensive and culturally sensitive
assessment of the person’s hopes, assets, strengths, interests, and goals in addition to
a holistic understanding of his or her behavioral health conditions and other medical
concerns within the context of his or her ongoing life.

Typical examples of such life context issues include employment, education,
housing, spirituality, social and sexual relationships, and involvement in meaningful
and pleasurable activities. In order to ensure competence in these respective areas,
including competence in addressing the person’s cultural background and affiliations,
the multi-disciplinary team will not be limited to physician/psychiatrists, nurses,
psychologists, and social workers, but may also include rehabilitative and peer staff,
and wherever possible, relevant community representatives and/or others identified
by the person.

Building on the strengths-based assessment process, individualized recovery
planning both encourages and expects the person to draw upon his or her strengths to
participate actively in the recovery process. It is imperative throughout this process
that providers maintain a belief in the individual’s potential for growth and
development, up to, and including, the ability to exit successfully from services.
Providers also solicit the person’s own hopes, dreams, and aspirations, encouraging
individuals to pursue their preferred goals even if doing so presents potential risks or
challenges.

For example, many people identify returning to work as a primary recovery
goal. It is not uncommon for practitioners to advise against this step based on an
assumption that an individual either is not “work ready” or that employment will be
detrimental to his or her recovery (e.g., by endangering his or her disability benefits).
While such advice is based on good intentions, it sends a powerful message to the
individual and can reinforce self-doubts and feelings of inadequacy. Rather than
discouraging the person from pursuing this goal, the practitioner can have a frank
discussion with the person about his or her concerns while simultaneously
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highlighting the strengths that the individual can draw upon to take the first step
toward achieving this goal.

In this vein, individualized recovery planning explicitly acknowledges that
recovery entails the person’s taking risks to try new things, and is enhanced by the
person having opportunities to learn from his or her own mistakes and their natural
consequences. This represents an important source of progress in the person’s efforts
to rebuild his or her life in the community that—similar to exercising one’s
muscles—cannot proceed without an exertion of the person’s own faculties.

You will know that you are offering
Individualized Recovery Planning when:

E.1L. Core principles of “person-centered” planning are followed in the
process of building individualized recovery plans. For example:

E.1.1.  Consistent with the “nothing about us, without us” dictum, providers
actively partner with the individual in all planning meetings and/or case
conferences regarding his or her recovery services and supports.

E.1.2.  The individual has reasonable control as to the location and time of
planning meetings, as well as to who is involved, including conserved
persons who wish to have an advocate or peer support worker present.
Planning meetings are conducted and services are delivered at a time
that does not conflict with other activities that support recovery such as
employment. The individual can extend invitations to any person she or
he believes will be supportive of his or her efforts toward recovery.
Invitations extended are documented in the recovery plan. If necessary,
the person (and family as relevant) are provided with support before the
meeting so that they can be prepared and participate as equals®®.

E.1.3.  The language of the plan is understandable to all participants, including
the focus person and his or her non-professional, natural supports.
Where technical or professional terminology is necessary, this is
explained to all participants in the planning process.

19Osher, D. & Keenan, S. (2001). From professional bureaucracy to partner with families. Reaching Today’s
Youth, 5(3), 9-15.
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E.14.

E.15.

E.1.6.

E.1.7.

E.1.8.

E.1.0.

E.1.10.

When individuals are engaged in rehabilitation services, the rehab
practitioners are involved in all planning meetings (at the discretion of
the individual) and are given copies of the resulting plan.

Within the planning process, a diverse, flexible range of options must
be available so that people can access and choose those supports that
will best assist them in their recovery. These choices and service
options are clearly explained to the individual, and documentation
reflects the options considered.

Goals are based on the individual’s unique interests, preferences, and
strengths, and objectives, and interventions are clearly related to the
attainment of these stated goals. In the case of children and youth, the
unique goals of the family are also considered, with the youth increas-
ingly driving the process as he or she approaches the age of maturity. In
cases in which preferred supports do not exist, the recovery team works
collaboratively with the individual to develop the support or to secure
an acceptable alternative.

Planning focuses on the identification of concrete next steps, along with
specific timelines, that will allow the person to draw upon existing
areas of strength to move toward recovery and his or her vision for the
future. Individuals, including non-paid, natural supports who are part of
the planning process, commit to assist the individual in taking those
next steps. The person takes responsibility for his or her part in making
the plan work. Effective recovery plans help people rise to this chal-
lenge regardless of their disability status.

A discussion of strengths is a central focus of all recovery plans (See
Section #D). Assessments begin with the assumption that individuals
are the experts on their own recovery, and that they have learned much
in the process of living with and working through their struggles.

Information on rights and responsibilities of receiving services is
provided at all recovery planning meetings. This information should
include a copy of the mechanisms through which the individual can
provide feedback to the practitioner and/or agency, e.g., protocol for
filing a complaint or compliments regarding the provision of services.

The individual has the ability to select or change his or her service
providers within eligible guidelines and is made aware of the proce-
dures for doing so.
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E.1.11.

E.1.12.

In the spirit of true partnership and transparency, all parties must have
access to the same information if people are to embrace and effectively
carry out responsibilities associated with the recovery plan®. Clients
are automatically offered a copy of their written plans, assessments,

and progress notes. Knowing ahead of time that a copy will be shared is
a simple but powerful strategy that can dramatically impact both the
language of the plan and the content of its goals and objectives.

The team reconvenes as necessary to address life goals, accomplish-
ments, and barriers. Planning is characterized by celebrations of
successes, and meetings can occur beyond regular, established
parameters (e.g., 6-month reviews) and crises (e.g., “all-treaters”
meetings to address hospitalization or relapse).

E.2.

E.2.1.

E.2.2.

E.2.3.

A wide range of interventions and contributors to the planning and
care process are recognized and respected. For example:

Practitioners acknowledge the value of the person’s existing relation-
ships and connections. If it is the person’s preference, significant effort
is made to include these “natural supports” and unpaid participants as
they often have critical input and support to offer to the team. Inter-
ventions should complement, not interfere with, what people are
already doing to keep themselves well, e.g., drawing support from
friends and loved ones®.

The plan identifies a wide range of both professional supports and alter-
native strategies to support the person’s recovery, particularly those
which have been helpful to others with similar struggles. Information
about medications and other treatments are combined with information
about self-help, peer support, exercise, nutrition, daily maintenance
activities, spiritual practices and affiliations, homeopathic and
naturopathic remedies, etc.

Individuals are not required to attain, or maintain, clinical stability or
abstinence before they are supported by the planning team in pursuing
such goals as employment. For example, in some systems access and

20Osher, T., & Osher, D. (2001). The paradigm shift to true collaboration with families. The Journal of Child
and Family Studies, 10(3), 47-60.

21Osher, D. and Webb, L. (1994). Adult Literacy, Learning Disabilities, and Social Context: Conceptual
Foundations for a Learner-Centered Approach. Washington, DC, U.S. Department of Education.
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E.2.4.

referral to vocational rehabilitation programs may be controlled by a
clinical practitioner, and people are often required to demonstrate
“work readiness” or “symptomatic stability” as a prerequisite to entry.
In addition to an abundant literature which has shown that screening
procedures and criteria have limited predictive validity, this structure
also neglects that fact that activities such as working are often the path
through which people become clinically stable in the first place.

Goals and objectives are driven by the person’s current values and
needs and not solely by commonly desired clinical/professional
outcomes, e.g., recovery is a process that may or may not begin with
the individual understanding or appreciating the value of abstinence or
of taking medications.

E.3.

E.3.1.

E.3.2.

Community inclusion is valued as a commonly identified and
desired outcome. For example:

The focus of planning and care is on how to create pathways to mean-
ingful and successful community life and not just on how to maintain
clinical stability or abstinence. Person-centered plans document areas
as physical health, family and social relationships, employment/educa-
tion, spirituality, housing, social relations, recreation, community
service and civic participation, etc., unless such areas are designated by
the person as not-of-interest. For example, traditional planning has
often neglected the spiritual and sexual aspects of peoples’ lives.
Achieving interdependence with natural community supports is a
valued goal for many people in recovery who express a strong prefer-
ence to live in typical housing, to have friendships and intimate rela-
tionships with a wide range of people, to work in regular employment
settings, and to participate in school, worship, recreation, and other
pursuits alongside other community members®?. Such preferences often
speak to the need to reduce time spent in segregated settings designed
solely to support people labeled with a behavioral health disorder.

Recovery plans respect the fact that services and practitioners should
not remain central to a person’s life over time, and exit criteria from
formal services are clearly defined. Given the unpredictability of
illness, and life more generally, however, readmission also remains
uncomplicated, with avenues clearly defined for people on discharge.

22Reidy, D. (1992). Shattering illusions of difference. Resources, 4(2), 3-6.
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E.3.3.

E.3.4.

Recovery plans consider not only how the individual can access and
receive needed supports from the behavioral health system and the
community, but how the individual can, in turn, give back to others.
People have identified this type of reciprocity in relationships as being
critical to building recovery capital and to the recovery process as a
whole. Therefore, individuals should be encouraged to explore how
they can make meaningful contributions in the system or in the
community, e.g., through advocacy, employment, or volunteering.

A focus on community is consistent not only with person-centered care
principles but with the need for fiscal efficiency. Practitioners and
people in recovery should be mindful of the limited resources available
for specialized services and should focus on community solutions and
resources first by asking “Am | about to recommend or replicate a
service or support that is already available in the broader community?”
At times this has direct implications for the development of service
interventions within recovery plans, e.g., creating on-site health and
fitness opportunities such as exercise classes without first exploring to
what extent that same opportunity might be available in the broader
community through public recreational departments, YMCAs, etc. If
natural alternatives are available in the community, individuals should
be informed of these opportunities and to the extent to which what is
offered is culturally responsive and accessible, they should be
supported in pursuing activities of choice in integrated settings.

E.4.

E.4.1.

E.4.2.

The planning process honors the “dignity of risk” and “right to
fail” as evidenced by the following:

Prior to appealing to coercive measures, practitioners try different ways
of engaging and persuading individuals in ways which respect their
ability to make choices on their own behalf.

Unless determined to require conservatorship by a judge, individuals
are presumed competent and entitled to make their own decisions. As
part of their recovery, they are encouraged and supported by practi-
tioners to take risks and try new things. Only in cases involving
imminent risk of harm to self or others is a practitioner authorized to
override the decisions of the individual. Person-centered care does not
take away a practitioner’s obligation to take action to protect the person
or the public in the event of emergent or crisis situations, but limits the
authority of practitioners to specifically delimited circumstances
involving imminent risk as defined by relevant statutes.
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E.4.3. In all other cases, practitioners are encouraged to offer their expertise
and suggestions respectfully within the context of a collaborative
relationship, clearly outlining for the person his or her range of options
and possible consequences. Practitioners support the dignity of risk and
sit with their own discomfort as the person tries out new choices and
experiences that are necessary for recovery.

E.45.  Inkeeping with this stance, practitioners encourage individuals to write
their own crisis and contingency plans (such as psychiatric advanced
directives or the crisis plans of the WRAP model). Ideally, such plans
are directed by the individual but developed in collaboration with the
entire team so as to share responsibility and resources in preventing or
addressing crises®. Such plans provide detailed instructions regarding
preferred interventions and responses in the event of crisis, and
maximize an individual’s ability to retain some degree of autonomy
and self-determination at a time when he or she is most likely to have
these rights taken away. This plan is kept in an accessible location and
can be made available for staff providing emergency care.

E.5. Administrative leadership demonstrate a commitment to both out-
comes and process evaluation. For example:

E.5.1.  Outcomes evaluation in a provider-driven paradigm is typically limited
to change in specific agency functions (e.g., length of hospital stays) as
well as by the need to protect the image of the agency (e.g., consumer
satisfaction)?. In a consumer or family-driven paradigm, in contrast,

evaluation is a continuous process and expectations for successful
outcomes in a broad range of quality of life dimensions (e.g., in areas
such as employment, social relationships, community membership,
etc.) are high. The maintenance of clinical stability alone is not
accepted as a treatment outcome as the experience of recovery is about
much more than the absence of symptoms or distress.

23Kendziora, K. T., Bruns, E., Osher, D., Pacchiano, D., & Mejia, B. (2001). Wraparound: Stories from the
Field. Washington, DC: Center for Effective Collaboration and Practice, American Institutes for Research.

24Osher, T. & Osher, D. (2001). The paradigm shift to true collaboration with families. The Journal of Child
and Family Studies, 10(3), 47-60.
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E.5.2.  There is a flexible application of process tools, such as the Assessment
of Person-Centered Planning Facilitation Integrity Questionnaire®, to
promote quality service delivery. Assuming attention is paid to the
larger organizational culture, process tools can be helpful in defining
the practice and then monitoring its effective implementation®.

What you will hear from people in recovery when
you are offering individualized recovery planning:

e |t’s amazing what you can do when you set your mind to it ... especially when
you’re no longer supposed to have one!

e It made such a huge difference to have my pastor there with me at my
planning meeting. He may not be my father, but he is the closest thing I’ve got.
He knows me better than anyone else in the world and he had some great
ideas for me.

e | had been working on my recovery for years. Finally, it felt like | was also
working on my LIFE!

e Not everybody thought it was a good idea for me to try to get my daughter
back. But they realized that without her, I didn’t have a reason to be well. So,
we figured out a plan for what to do if | couldn’t handle the stress, and my
whole team has stood beside me every step of the way. Was it “too stressful”’
at times? You bet! But every day is a blessing now that | wake up and see her
smiling face!

25Holburn, S. (2001). How science can evaluate and enhance person-centered planning. Research and Practice
for Persons with Severe Disabilities, 27(4), 250-260.

2 Osher, T., Osher, D. & Blau, G. (2005a). Family-driven Care: A working definition. Alexandria,

VA: Federation of Families for Children's Mental Health. http://ffcmh.org/systems_whatis.htm.

64


https://webmail.med.yale.edu/horde/util/go.php?url=http%3A%2F%2Fffcmh.org%2Fsystems_whatis.htm&Horde=5e28a4f6c24f08cd6245583a3962319f

F. Functioning as a Recovery Guide

The sentiment that “we’re not cases, and you’re not managers”?’ has been
accepted increasingly as a fundamental challenge to the ways in which behavioral
health care is conceptualized within a recovery-oriented system. During this time, the
predominant vehicle for offering services to many adults with serious disabilities has
evolved from the team-based and in vivo approach of intensive case management to
the introduction of strengths-based and rehabilitative forms of case management that
attempt to shift the goals of care from stabilization and maintenance to enhanced
functioning and community integration.

From the perspective of recovery, however, even these inherited models of
case management limit the progress that otherwise could be made in actualizing the
shift from a deficit- and institution-based framework to a recovery paradigm. This
paradigm calls for innovative models of community-based practice that move beyond
the management of cases, and beyond merely semantic changes that introduce new
terms for old practices, to the creation of a more collaborative model which respects
the person’s own role in directing his or her life and, within that context, his or her
own treatment (in much the same way that people, in collaboration with their health
care professionals, make decisions about their own medical care for other conditions
such as hypertension). One such model that is emerging within DMHAS s that of the
community or recovery guide.

Rather than replacing any of the skills or clinical and rehabilitative expertise
that practitioners have obtained through their training and experience, the recovery
guide model offers a useful framework in which these interventions and strategies
can be framed as tools that the person can use in his or her own recovery. In addition,
the recovery guide model, as depicted on the following page, offers both providers
and people in recovery a map of the territory they will be exploring together.

Prior to attempting to embark with a client on his or her journey of recovery,
however, practitioners appreciate that the first step in the process of treatment, rehab-
ilitation, or recovery is often to engage in a relationship a reluctant, disbelieving, but
nonetheless suffering, person. In this sense, practitioners accept that most people with
behavioral health disorders will not know that they have an addiction or psychiatric
disorder at first, and therefore will frequently not seek help on their own. The initial
focus of care is thus on the person’s own understanding of his or her predicament
(i.e., not necessarily the events or difficulties which brought him or her into contact
with care providers), and on the ways in which the practitioner can be of assistance in
addressing this predicament, regardless of how the person understands it at the time.

27Everett, B. & Nelson, A. (1992). We’re not cases and you’re not managers. Psychosocial Rehabilitation
Journal, 15(4), 49-60.
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Figure 1. Conceptual Model for the Recovery Guide
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Recovery

providers’ professional safe and affordable housing

knowledge & experience

exploration and acquisition of

providers’ relevant positive social roles and niches in
personal experiences J the broader community (e.g., jobs)

It also is important to note that within this model, care incorporates the fact
that the lives of people in recovery did not begin with the onset of their disorders, just
as their lives are not encompassed totally by substance abuse or psychiatric treatment
and rehabilitation. Based on recognition of the fact that people were already on a
journey prior to the onset of their disorders, and therefore prior to coming into
contact with care, the focus of care shifts to the ways in which this journey was
impacted or disrupted by each person’s disorder(s).

For example, practitioners strive to identify and understand how the person’s
substance use or psychiatric disorder has impacted on or changed the person’s
aspirations, hopes, and dreams. If the person appears to be sticking resolutely to the
hopes and dreams he or she had prior to onset of the disorder, and despite of or
without apparent awareness of the disorder and its disabling effects, then what steps
need to be taken for him or her to get back on track or to take the next step or two
along this track? Rather than the reduction of symptoms or the remediation of
deficits—goals that we assume the person will share with care providers—it is the
person’s own goals for his or her life beyond or despite his or her disability that drive
the treatment, rehabilitation, and recovery planning and efforts.

You will know that you are functioning
as a Recovery Guide when:
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F.1.

F.2.

F.3.

F.4.

F.5.

The primary vehicle for the delivery of most behavioral health inter-
ventions is the relationship between the practitioner and the person in
recovery. The care provided must be grounded in an appreciation of the
possibility of improvement in the person’s condition, offering people
hope and/or faith that recovery is “possible for me.” Practitioners
convey belief in the person even when he or she cannot believe in him
or herself and serve as a gentle reminder of his or her potential. In this
sense, staff envision a future for the person beyond the role of “mental
patient” or “addict” based on the person’s own desires and values and
share this vision with the person through the communication of positive
expectations and hope.

Providers assess where each person is in relation to the various stages
of change (e.g., pre-contemplation, preparation, etc.) with respect to the
various dimensions of his or her recovery. Interventions are appropriate
to the stages of change relevant to each focus of treatment and rehab-
ilitation (e.g., a person may be in an action phase related to his or her
substance use disorder but be in pre-contemplation related to his or her
psychiatric disorder).

Care is based on the assumption that as a person recovers from his or
her condition, the addiction or psychiatric disorder then becomes less of
a defining characteristic of self and more simply one part of a multi-
dimensional sense of identity that also contains strengths, skills, and
competencies. Services elicit, flesh out, and cultivate these positive
elements at least as much as, if not more than, assessing and amelior-
ating difficulties. This process is driven by the person in recovery
through inquiries about his or her hopes, dreams, talents, and skills, as
well as perhaps the most important question of “How can | be of help?”

Interventions are aimed at assisting people in gaining autonomy, power,
and connections with others. Practitioners regularly assess the services
they are providing by asking themselves: “Does this person gain power,
purpose (valued roles), competence (skills), and/or connections (to
others) as a result of this interaction?” and, equally important: “Does
this interaction interfere with the acquisition of power, purpose,
competence, or connections to others?”

Opportunities and supports are provided for the person to enhance his
or her own sense of personal and social agency. For example, practi-
tioners understand that medication is only one tool in a person’s
“recovery tool box” and learn about alternative methods and self-
management strategies in which people use their own experiences and
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F.6.

F.7.

F.8.

knowledge to apply wellness tools that work best for them. Sense of
agency involves not only feeling effective and able to help oneself but
also being able to positively impact the lives of others. Providers can
achieve this by thoughtfully balancing when to do for someone, do with
someone, or when to let someone do for him or herself. Knowing when
to hold close and support and protect, when to encourage someone
while offering support, when to let someone try alone and perhaps
stumble, and when to encourage a person strongly to push themselves
Is an advanced, but essential, skill for practitioners to develop. While
these are intuitive skills that all practitioners must struggle to refine
over time, prior to taking action it is always beneficial for practitioners
to ask the question: “Am | about to do for this person something she or
he could manage to do more independently.” Strong messages of low
expectations and incapability are given, and reinforced, every time
unnecessary action is undertaken for a person, instead of with them.

Individuals are allowed the right to make mistakes, and this is valued as
an opportunity for them to learn. People in recovery report that they
have found meaning in adverse events and failures and that these have
subsequently helped them to advance in their recovery. In accordance
with this, practitioners recognize that their role is not necessarily to
help people avoid adversity or to protect them from failure. For
example, the re-experiencing of symptoms can be viewed as a part of
the recovery process and not necessarily a failure or setback. The
“dignity of risk” ensues following a thoughtful and proactive planning
process in which practitioners work collaboratively with individuals to
develop relapse prevention plans, including advance directives which
specify personal and treatment preferences in the event of future crises.

People are allowed to express their feelings, including anger and dis-
satisfaction, without having these reactions attributed to symptoms or
relapse.

Care is not only attentive to cultural differences across race, ethnicity,
and other distinctions of difference (e.g., sexual orientation), but incor-
porates this sensitivity at the level of the individual. Only an individual-
level process can ensure that practitioners avoid stereotyping people
based on broad or inaccurate generalizations (e.g., what all lesbians
want or need), and enable them instead to tailor services to the specific
needs, values, and preferences of each person, taking into account each
individual’s ethnic, racial, and cultural affiliations.
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F.9. Rather than dwelling on the person’s distant past or worrying about the
person’s long-term future, practitioners focus on preparing people for
the next one or two steps of the recovery process by anticipating what
lies immediately ahead, by focusing on the challenges of the present
situation, and by identifying and helping the person avoid or move
around potential obstacles in the road ahead. Although the practitioner
deemphasizes the person’s early personal history (because it may not
be relevant) and long-term outcome (because it cannot be predicted),
either of these perspectives may be invoked should they prove useful in
the current situation. Especially as these issues pose barriers to
recovery, practitioners utilize appropriate clinical skills within the
context of a trusting relationship in order to enhance the person’s
capacity to overcome, compensate for, or bypass these barriers (see
section #H below).

F.10. Interventions are oriented toward increasing the person’s recovery
capital as well as decreasing his or her distress and dysfunction (see
Sections #C and #H). Grounded in a person’s “life-context,” inter-
ventions take into account each person’s unique history, experiences,
situations, developmental trajectory, and aspirations. In addition to
culture, race, and ethnicity, this includes less visible but equally
important influences on each person’s development, including both the
traditional concerns of behavioral health practitioners (e.g., family
composition and background, history of substance use and relapse
triggers) as well as less common factors such as personal interests,
hobbies, and role models that help to define who each person is as an
individual and as a member of his or her network.

F.11. Practitioners are willing to offer practical assistance in the community
contexts in which their clients live, work, and play. In order to effec-
tively address “individuals’ basic human needs for decent housing,
food, work, and ‘connection’ with the community,” practitioners are
willing to go where the action is, i.e., they get out of their offices and
out into the community?®. They are prepared to go out to meet people
on their own turf and on their own terms, and to “offer assistance which

they might consider immediately relevant to their lives”%.

28Curtis, L.& Hodge, M. (1994). Old standards, new dilemmas: Ethics and boundaries in community support
services. Psychosocial Rehabilitation Journal, 18(2), 13-33.

29 Rosen, A. (1994). Case management: The cornerstone of comprehensive local mental health services.
Australian Hospital Association, Management Issues Paper No. 4. April, 47-63.
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F.12.

F.13.

F.14.

F.15.

Care is not only provided in the community but is also oriented toward
increasing the quality of a person’s involvement in community life.
Thus, the focus of care is considered more important than locus of
where it is provided. The focus of care includes the process of over-
coming the social and personal consequences of living with psychiatric
and/or substance use disorders. These include gaining an enhanced
sense of identity and meaning and purpose in life and developing
valued social roles and community connections despite a person’s
continued symptoms or disability. Supporting these goals requires that
practitioners have an intimate knowledge of the communities in which
their clients live, the community’s available resources, and the people
who are important to them, whether it is a friend, parent, employer,
landlord, or grocer. Practitioners also are knowledgeable about infor-
mal support systems that are in communities such as support groups,
singles clubs, and other special interest groups, and actively pursue
learning more about other possibilities that exist to help people connect.

Efforts are made to identify sources of incongruence between the
person and his or her environment and to increase person-environment
fit. This is done both by helping the person assimilate into his or her
environment (through symptom management, skill acquisition, etc.)
and by helping the community to better accommodate people with
disabilities (through education, stigma reduction, the creation of niches,
etc.), with the common goal being to develop “multiple pathways” into
and between members of communities.

In order to counteract the often hidden effects of stigma, practitioners
explicitly draw upon their own personal experiences when considering
the critical nature of various social roles in the lives of all individuals
(e.g., being a parent, a worker, a friend, etc), continuing to view people
in recovery squarely within the context of their daily lives (i.e., as
opposed to within institutional settings).

Community-focused care supplements, and is not meant to be a substi-
tute for, the practitioner’s existing expertise and services. Rather than
devaluing professional knowledge and experience, the “recovery
guide” approach moves psychiatry much closer to other medical
specialties in which it is the health care specialist’s role to assess the
person, diagnose his or her condition, educate the person about the
costs and benefits of the most effective interventions available to treat
his or her condition, and then provide the appropriate interventions.
There is an expectation that practitioners engage in on-going profes-
sional education so that they are aware of, and can deliver, a wide range
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of evidence-based and emerging practices. But no matter how expert or
experienced the practitioner, it is then ideally left up to the person and
his or her loved ones to make decisions about his or her own care.

F.16. Recovery is viewed as a fundamentally social process, involving
supportive relationships with family, friends, peers, community
members, and practitioners. Interventions serve to minimize the role
that professionals play in people’s lives over time and maximize the
role of natural supports. While the provider-person relationship can be
a powerful component of the healing and recovery process, individuals
must also develop and mobilize their own natural support networks to
promote sustained recovery and independent community life.

What you will hear from people in recovery when
you are functioning as a recovery guide:

e She believed in me, even when | didn’t believe in myself. Hope was the biggest
gift she could have given me... and it saved my life.

e When he asked me, ““So how can | best be of help!”” I thought, ““Oh great, I’ve
really got a green one. You are supposed to be the professional-you tell me!”
But I get it now. | need to decide what | need to move ahead in my recovery.
And | needed to know it was OK to ask people for that. That was the key.

e When she ever showed up on my doorstep with a bag of clothes so my baby
could start kindergarten, 1 knew this one was different. | couldn’t care about
myself or my recovery until | knew my kids were OK. She didn’t pity me, or
look for a pat on the back. She just knew, this was what | needed and it made
all the difference in my recovery.

e | was terrified of going back to that hospital. My case manager couldn’t guar-
antee me that it wouldn’t happen again. But we sat down together and did a
plan for how to make things different if there ever was a ““next time.”” Know-
ing my dog would get fed, making sure somebody talked to my landlord so |
wouldn’t get evicted, and being able to write down how the staff could help me
if I lost control... All those things made the idea of going back less scary.
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G. Community Mapping and Development

Given its focus on life context, one tool required for effective recovery
planning is adequate knowledge of the person’s local community, including its
opportunities, resources, and potential barriers. This knowledge is to be obtained and
updated regularly at a community-wide level for the areas in which a program’s
service recipients live, but also is to be generated on an individual basis contingent
on each person’s interests, talents, and needs.

Historically falling under the purview of social work and rehabilitation staff,
the function of identifying, cataloguing, and being familiar with community
resources both within and beyond the formal behavioral health system can be carried
out by staff from any discipline with adequate training and supervision. In most
cases, however, this expertise will reside with local community-based providers
rather than with inpatient or residential staff located at a distance from the person’s
community of origin. In such cases, close coordination between inpatient/residential
and outpatient staff will be required to obtain and integrate this information into the
individualized recovery plan. Regardless of how it is provided, a comprehensive
understanding of the community resources and supports that are available to address
the range of a person’s needs as he or she identifies them is essential to the recovery
planning process across the continuum of care.

Asset-based community development is one essential strategy for developing
this comprehensive understanding of local resources and supports. Based on the
pioneering work of Kretzmann and McKnight (“Building Communities from the
Inside Out”), asset-based community development (ABCD) is a widely recognized
capacity-focused approach to community development that can help open doors into
communities for persons who have been labeled or otherwise marginalized, and
through which people in recovery can build social capital and participate in
community life as citizens rather than clients.

Through the cultivation of mutually beneficial relationships, ABCD has been
shown to be an effective technology for capitalizing upon the internal capacities of
low-income urban neighborhoods and rural communities, particularly as the depth
and extent of associational life in these communities is often vastly underestimated®.
Whereas community development has historically been deficit- or problem-based and
fueled by “needs assessments” and “needs maps,” ABCD operates on the premise
that every person in a community has gifts, strengths, skills, and resources to be
contributed to the community and that community life is shaped, driven, and

30Kretzmamn, J.P. &, McKnight, J.L. (1993). Building Communities from the Inside Out. Chicago, IL. ACTA
Publications.
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sustained by the contributions of an involved and interdependent citizenry. Capacity,
strength, and resources are also derived from community associations (religious,
civic, recreational, political, social, etc.) and from community institutions (schools,
police, libraries, parks, human services, etc.).

Asset-based community development is a fully participatory process that
involves all persons in mapping the resources and capacities of a community’s
individuals, its informal associations, and its structured institutions, as a means of
identifying existing, but untapped or overlooked, resources and other potentially
hospitable places in which the contributions of people with disabilities will be
welcomed and valued®'. Information about individuals, community associations, and
institutions is collected through the sharing of stories and in one-on-one interviews
that foster the development of personal relationships.

The relationships, resource maps, and capacity inventories that result from this
process serve to guide on-going community development and provide a means by
which people can expand their existing social networks and involvement in
community activities. Pride in past achievements is strengthened, new opportunities
for creative endeavor are discovered, resiliency is experienced, and hope is sustained.
It is important to note that the primary producers of outcomes in this process are not
institutions but individuals strengthened by enhanced community relationships.
ABCD ultimately helps people in recovery derive great benefit from access to a
range of naturally occurring social, educational, vocational, spiritual, and civic
activities involved in their return to valued roles in the life of their community.

You will know you are engaged in
community mapping and development when:

G.1. People in recovery and other labeled and/or marginalized persons are
viewed primarily as citizens and not as clients and are recognized for
the gifts, strengths, skills, interests, and resources they have to
contribute to community life.

G.2. Community leaders representing a range of community associations
and institutions work together with people in recovery to carry out the
process of community development.

31McKnight, J. (1992). Redefining community. Journal of Social Policy, Fall/Winter, 56-62.
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G.3.

G.4.

G.5.

G.6.

G.7.

G.8.

People in recovery and other community members experience a
renewed sense of empowerment and social connectedness through
voluntary participation in civic, social, recreational, vocational,
religious, and educational activities in the community. Therefore,
opportunities for employment, education, recreation, social involve-
ment, civic engagement, and religious participation are regularly
identified and are compiled in asset maps, capacity inventories, and
community resource guides. These informational resources are made
available to individuals on their initial agency orientation and are
updated over time as knowledge about the local community grows.

Asset maps and capacity inventories created collaboratively by actively
involved community stakeholders reflect a wide range of natural gifts,
strengths, skills, knowledge, values, interests, and resources available
to a community through its individuals, associations, and institutions.
In other words, they are not limited to social and human services or
professional crisis or emergency services.

High value is placed on the less formal aspects of associational life that
take place, for instance, in neighborhood gatherings, block watch
meetings, coffee clatches, salons, barbershops, book groups, knitting
and craft circles, restaurants, pubs, diners, etc.

Institutions do not duplicate services that are widely available in the
community through individuals and associations.

Community development is driven by a creative, capacity-focused
vision identified and shared by community stakeholders. It is neither
deficit-oriented nor driven by needs assessments and needs maps.

The relational process of gathering information about community assets
and capacities through personal interviews and sharing of stories is
recognized as being as important as the information that is collected.

What you will hear from people in recovery when you are engaged

in community mapping and development:

| just wanted to get back to my life: my friends, and my job, and my church

activities. My recovery was important, but it didn’t matter so long as I didn’t
have those things in my life to look forward to. It was those things that kept me
going in my darkest days.
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Just having a place to hang out, where | blend in with the crowd... where no
one knows me as a patient on the ACT team. That is when | am most peaceful.

It wasn’t enough for me to just get better. | appreciated everyone’s help, but |
felt like such a charity case all the time. What really made a difference was
when my counselor helped me to get a volunteer position at the local nursing
home. Sometimes | read to the folks, or we play cards. It may not be fancy, but
it feels right to me. 1 don’t just have to take help from everybody else, | have
valuable things to give back in return.

I knew all about the places where folks could go to get help if you had a
problem with drugs or mental illness. What | had forgotten about was how to
have FUN! My case manager gave me this terrific list of low-cost activities
that happen right around the corner from my apartment, and | never even
knew this stuff was right under my nose. It’s opened up a whole new world for
me. | made some great friends, and one of them is even looking for some part-
time help in her art store--so I’m gonna get a job out of it too! Things happen
in the strangest ways sometimes...

My yoga class at the mental health center got cancelled, and instead, they
gave us a coupon to try out some free lessons at the city Rec Department. At
first | was so disappointed. But once | tried it out, | loved it. | now take pilates
in addition to yoga and | also joined a hiking club. I feel healthier physically
and mentally...

o

i
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H. ldentifying and Addressing Barriers to Recovery

To this point, our guiding assumption has been that behavioral health
disorders are illnesses like any others and that, with few exceptions, seeking and
receiving care for these disorders should resemble care provided for other medical
conditions. Although we have made a point of stressing the need for outreach and
engagement to ensure access to care, we otherwise may have given the reader the
impression that people with behavioral health disorders are educated consumers of
health care and that they will naturally act on their own behalf in making appropriate
choices in this and other domains.

Experienced providers will no doubt consider such a perspective simplistic
and naive, and will suggest that up to 80% of the work entailed in treating behavioral
health disorders is devoted to helping people to arrive at such a position of being
willing to receive care for their conditions. Once a person accepts that he or she has a
behavioral health disorder and agrees to participate in treatment and/or rehabilitation,
the bulk of the more difficult work may appear to be done. We appreciate this
sentiment, and agree that it may take a generation or more before many more people
experiencing these conditions will be able to access and benefit from care in such a
straightforward and uncomplicated manner.

For the foreseeable future, there will continue to be two major sources of
complications—and of considerable suffering—that make accessing and benefiting
from care a labor intensive and difficult process. These two types of barriers to
recovery reside both external to the person, in societal stigma and discrimination and
in the ways in which care has historically been structured and provided, and internal
to the person, intrinsic to the nature of the illnesses themselves. In order to promote
recovery, providers must be able to identify and address the variety of barriers
encountered in each of these domains.

In terms of external barriers, there currently are elements and characteristics of
the service delivery system and the broader community that unwittingly contribute to
the exacerbation of symptoms and the creation and perpetuation of chronicity and
dependency in individuals with behavioral health disorders. Foremost among these is
the discrimination that continues to affect people with mental illnesses and/or
addictions in society at large and, even more importantly, within the behavioral
health system itself.

This discrimination results in people with behavioral health disorders being
viewed and treated as second-class citizens in a variety of life domains. One
byproduct of repeated discrimination is that people come to view and treat
themselves as second-class citizens as well. What advocates within the mental health
community have come to call “internalized stigma” presents a significant obstacle to
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recovery, undermining the self-confidence and self-esteem required for the person to
take steps toward improving his or her life. The demoralization and despair that are
associated with internalized stigma and feelings of inferiority also tap the person’s
sense of hope and initiative, adding further weight to the illness and its effects.

Beyond the impact of stigma and discrimination, there are a variety of ways in
which the health care system and the broader community make recovery more
difficult. These range from the lack of affordable housing and accessible, high quality
medical care to the employment disincentives built in to entitlement programs, to the
punitive aspects of some care settings and programs (e.g., in which people are
discharged for manifesting the symptoms of their illness). Identifying and assisting
the person to overcome these barriers to the degree that is possible is an important
component of the work of the recovery-oriented behavioral health care practitioner.

In terms of internal barriers, there are several aspects of behavioral health
disorders and their place within contemporary society that complicate and undermine
the person’s efforts. For example, while trauma may not be intrinsic to behavioral
health per se, there is considerable evidence that suggests that people experiencing
behavioral health disorders at the present time have a greatly increased chance of
having experienced a history of trauma earlier in their lives, as well as being at
increased risk for exposure to trauma and victimization currently.

Perhaps more directly as a consequence of the illness itself, there also are
symptoms of behavioral health disorders that pose their own barriers. The
hallucinations and delusions often found in psychotic illnesses, for example, may
compete as a source of information with that being offered to the person by health
care practitioners, thereby discouraging the person from taking prescribed
medications or otherwise participating in treatment or rehabilitation. The heightened
sense of creativity and self-importance that often accompanies episodes of mania
similarly may lead a person down a path that diverges from the one preferred by his
or her loved ones and care providers. As destructive as they may appear to the
person’s loved ones or care providers, giving up delusions or mania often comes with
its own costs. As a young man with a psychotic disorder once poignantly asked: “If
you had the choice between being a CIA operative or a mental patient, which would
you choose?”

Accepting that these and other elements associated with the disorders
themselves undermine a person’s efforts to cope with his or her illness, recovery-
oriented practitioners become familiar with these issues and adept in working
proactively with the person to overcome or bypass their destructive impact. Many of
the skills and techniques traditionally utilized by clinicians within the context of
office-based practice find their greatest utility and effectiveness in this domain,
whether offered inside, or outside, of the office.
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You will know you are addressing

external and internal barriers to recovery when:

H.1.

H.1.1.

H.1.2.

H.1.3.

There is a commitment at the local level to embrace the values and
principles of recovery-oriented care and to move away from the
dominant illness-based paradigm. The practices identified through-
out this document can only grow in a culture that fully embraces
recovery principles and values. Systemic changes that reflect this
paradigm shift include the following:

Stakeholders understand the need for recovery-oriented system change
as a civil rights issue which aims to restore certain elementary freedoms
(e.g., self-determination, community inclusion, etc.) to American
citizens with psychiatric diagnoses and/or addictions.

Stakeholders work together to move away from the criteria of “medical
necessity” toward “human need,”** from managing illness to promoting
recovery, from deficit-oriented to strengths-based, and from symptom
relief to personally-defined quality of life. Perhaps most critical is the
fundamental shift in power involved in realigning systems to promote
recovery-oriented care—the shift away from prioritizing expert know-
ledge over respect for personal autonomy and self-determination®.

The possibility of recovery, and the responsibility to deliver recovery-
oriented care, must be embraced by all stakeholders at all levels of the
system. While many exciting things are occurring in agencies across
the country, recovery-oriented change tends to occur in a fairly frag-
mented manner with a relatively small number of progressive practi-
tioners or advocates taking on a large amount of responsibility for
carrying out the recovery mission. For example, certain programs and
staff in behavioral health systems (e.g., peer staff, rehabilitation pro-
viders, community-based case managers, etc.) are uniquely positioned
to be leaders in the mission to provide recovery-oriented care, and the
contributions of these programs should be respected and capitalized
upon. Taking a lead in the recovery mission is a natural fit for such
programs for a variety of reasons including their structure as private-

% Tondora, J., Pocklington, S., Gorges, A., Osher, D. & Davidson, L. (2005). Implementation of person-
centered care and planning: From policy to practice to evaluation. Washington D.C.: Substance Abuse and
Mental Health Services Administration.

% Osher, T. & Osher, D. (2001). The paradigm shift to true collaboration with families. The Journal of Child
and Family Studies, 10(3), 47-60; WNYCCP. (2005). Foundations of person-centeredness. Training
curriculum, Western New York Care Coordination Program. Rochester, NY: Coordinated Care Services.
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non profit entities, their rehabilitation expertise, lower pressure and
demands to deliver only medically necessary care, and their direct
affiliations with the state or national consumer/recovery movement.
However, agencies and systems must guard against the complacency
which results when recovery is seen as being a “nice add-on,” but “not
part of my job” or as being manifest only in “special” (sometimes
“token”) programs that are split off from the functioning of the agency
as a whole. Recovery-oriented system change will only take hold and
thrive if it is understood that it is the shared mission of all stakeholders
and that the task of promoting recovery—as the overarching aim of all
behavioral health services—is a part of everyone’s job. Resources and
guidelines are emerging which define exactly what that job is depend-
ing on what one’s role is as a practitioner (e.g., primary clinician, peer
specialist, supported employment specialist) within the system.

H.2.

H.2.1.

Systemic structures and practices which inhibit the adoption of
recovery-oriented practices are identified and addressed.
Representative change strategies in this area include the following:

Well intentioned efforts to provide a full “continuum” of care have led
to a system in which people are sometimes expected to enter in, and
progress through, a range of services in a sequential fashion as they
“stabilize” and move toward enhanced functioning and greater inde-
pendence. The misapplication of this model has led to systems of care
in which individuals are then expected to jump through hoops in order
to earn their way into less restrictive settings (e.g., an expectation that
they prove they can prepare three meals a day or keep their living space
clean before they can move out of a group home) or to earn the right to
participate in preferred services (e.g., an expectation that they comply
with medication or outpatient psychotherapy groups before they will be
referred to a supported employment program).

In addition to there being an accumulating body of evidence which
demonstrates the failure of such a continuum approach, this sequential
movement through a pre-existing continuum of supports is inconsistent
with the civil rights perspective noted above and it contradicts current
knowledge suggesting that recovery is neither a linear process or a
static end product or result. Rather, it is for many a life-long experience
that involves an indefinite number of incremental steps in various life
domains, with people moving fluidly between the various domains over
time (as opposed to moving through these dimensions in a systematic,
linear process). Rather than a pre-established continuum of services,
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H.2.2.

H.2.3.

H.2.4.

what is necessary is a flexible array of supports that each person can
choose from at different points in time depending upon his or her phase
of recovery and unique needs and preferences. This array should be
constantly evolving based on the input of persons in recovery, the
experience of practitioners, and the research literature.

There is often a lack of clarity regarding system priorities when
agencies attempt to implement numerous initiatives simultaneously,
e.g., evidence-based practice versus recovery-oriented programming.
While such initiatives may not be incompatible, competing demands—
even complementary ones—can diffuse the effort and resources of the
agency and inhibit the adoption of any new practices. It is critical that
there are coordinating structures to attend to both the prioritization and
integration of new initiatives, policies, and procedures.

The structure of certain outcome indicators places significant pressures
on agency staff to operate in a manner that they see as inconsistent with
recovery-oriented care. For example, staff might like to support persons
in making choices regarding their housing preferences, such as moving
to a less intensive level of supported housing. They may legitimately be
concerned; however, that they will be held accountable should the
result of such an individual’s choice ultimately be a negative one. This
accountability is not limited to the potential adverse events themselves,
but is further accentuated through the agency’s collection of mandatory
performance data, such as statistics regarding the number of individuals
who move from “housed” to “homeless.” The resulting need to portray
the agency’s performance on such indicators as positive creates a
strong incentive for the maintenance of stability as a desired outcome in
and of itself. In contrast, a desired goal of recovery-oriented care is to
promote growth, independence, and wellness; goals which sometimes
involve the taking of reasonable risks that may result in interim set-
backs. At both the agency and system level, quality management tools
and outcome indicators should be examined and mechanisms should be
built in to track the trade-off which sometimes exists as we support
individuals in taking risks to grow and advance in their recovery.

Processes for continual quality assurance and independent audits by
people in recovery and families trained in recovery-oriented care need
to be funded and coordinated. Outcomes and assessment of quality
should not focus solely on the rating of services/supports, but on
whether the choices people make are personally meaningful and
whether recovery-oriented care leads to a valued community life.
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H.2.5.

H.2.6.

H.2.7.

Initial placement and service design currently is driven by practitioners’
assessments of what the individual seeking services needs. While this
assessment should remain a critical element of the referral process, it
should be coupled with questions, directed to the person and answered
in his or her own words, which solicit the individual’s perception of
what services and supports would be most helpful. Individuals must be
engaged as active partners in their care from the outset of treatment.
This can only be achieved with greater transparency in the system of
care as a whole and with greater involvement of the person and family
in all important, decision-making processes, including the decision of
initial level of care and team/program assignment.

Recovery plans respect the fact that services and practitioners should
not remain central to a person’s life over time. Currently, many beha-
vioral health systems lack clearly defined exit criteria and it is not
uncommon for individuals to feel as if they will be attached to the
formal system for life following their entry into care. This perpetuates a
sense of chronicity through which individuals lose hope that they will
be able to resume a meaningful and productive daily life beyond treat-
ment. In contrast, exit criteria should be established and used to engage
people in a collaborative decision-making process regarding the poten-
tial advantages and risks of moving to a lower level of care, with effort
being made to respect the individual’s desire to “graduate” whenever
possible. When an individual is strongly advised by the recovery team
against “graduation,” there should be evidence in the recovery plan of
concrete steps being taken by the individual and the team to reach this
ultimate goal. In establishing exit criteria, agencies must take caution to
avoid punitive measures by which individuals are discharged from
services for displaying symptoms of their illness or addition.

Despite legislative advances in the past decade, the structure of federal
and state disability, benefits, and vocational programs continue to
impede the wish of many individuals of entering, or reentering, the
workforce, thereby excluding them from an activity which many have
described as a cornerstone of recovery. Rigid definitions of disability,
earnings limits which perpetuate poverty, a lack of supported
employment programs, and complex referral procedures drastically
reduce the likelihood that individuals will access necessary services and
return to meaningful employment. To integrate employment within the
larger system of care, the task of assisting people in entering employ-
ment and education must be inherent in the responsibilities of the entire
practitioner network, including those not specifically charged with
work service or supported education activities.
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H.3.

H.3.1.

H.3.2.

H.3.3.

H.3.4.

The implementation of recovery-oriented care is facilitated, rather
than impeded, by funding, reimbursement, and accreditation
structures. Intrinsic to any dialogue regarding systemic barriers to
recovery-oriented care is the need to address funding structures
that recognize a limited range of clinical interactions as reimburs-
able services, and documentation requirements that hinder creative
formulation of recovery-oriented goals and objectives. Necessary
change strategies to address these barriers include the following:

Rules and regulations dictating eligibility and reimbursement for
Medicaid and other public supports must be adapted at the federal and
state level over time for greater relevance to innovative, recovery-
oriented approaches. Even though Medicaid is funded by federal
dollars, it remains primarily a state-administered program, and consi-
derable flexibility exists already in using these dollars to support
innovative, community-based, recovery-oriented services and supports.

Within existing funding structures, training and technical assistance can
be provided to practitioners attempting to implement recovery-oriented
practices to assist them in learning how to translate the wishes of
people in recovery into reimbursable service goals and to describe their
interventions in a manner that will generate payment.

Operating in this manner is consistent with the growing understanding
that recovery-oriented practices cannot be an add-on to existing care for
which additional funding must always be secured. Rather, recovery-
oriented care begins with discovering ways to be creative and flexible
within the constraints of existing resources. In some cases, for example,
braiding funds may enable collaborations to move beyond funding silos
to provide people with flexible, highly individualized services®. Pro-
grams that successfully utilize such alternatives must be explored for
expansion®,

Self-directed funding opportunities should be considered both on a
collective basis and through individualized budget programs. The
Florida “Self-Directed Care” initiative is an example of such a program

33Osher, D., Dwyer, K. & Jackson, S. (2004). Safe, supportive, and successful schools step by step. Longmont,
CO: Sopris West; Poirier, J., Osher, D. & Tierney, M. (in press). Understanding the new environment of public
school funding: How pupil services are funded. In C. Franklin, M.B. Harris & C. Allen- Meares (Eds.) School
social work and mental health workers training and resource manual. New York: Oxford University Press.
34Blessing, Tierney, Osher, Allegretti-Freeman, & Abrey. (2005). Person-centered planning: Learning from
other communities, Washington D.C.: Substance Abuse and Mental Health Services Administration. .
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which shifts fiscal control from the hands of service providers to the
hands of service users. Within this program, participants are given
control of their service dollars and then are free to shop around to
weave together the type and frequencies of services that may best
respond to their individual interests and preferences. While this
approach has proponents, there is also an inherent tension and uncer-
tainty about whether there is any guarantee that high quality services
will be available to purchase if there are no consistent funding under-
pinnings. A robust practitioner network is needed and it must be easily
accessible®.

H.4. Training and staff development is prioritized as an essential func-
tion to increase individual practitioners’ competency in providing
recovery-oriented care. Necessary change strategies to address this
issue include the following:

H.4.1.  As consensus emerges regarding the knowledge and skills needed to
implement recovery-oriented care, this information must lead to the
development of competency models, and these models must be
disseminated broadly as guidance for training programs and licensing
bodies which prepare and accredit future and current providers of
mental health care. For example, competency models regarding the
delivery of recovery-oriented care should be used to address training
gaps in pre-certification curriculum as well as ongoing professional
development activities.

H.4.2.  Once established, competency models—which are largely under-utili-
zed in general in behavioral health—should be incorporated in all
human resource activities (e.g., hiring, routine performance evaluation,
promotion decisions, staff development targets, etc.) as a means of
promoting accountability and quality improvement.

H.4.3.  An analysis of staff’s current competencies and self-perceived training
needs should guide the development of on-going skill-building
activities at the agency level. For example, practitioners are frustrated
by the fact that they are overwhelmed by a constant stream of change
mandates for which they receive little or no training or support. There

35Jonikas, J., Cook, J., Fudge, C., Hiebechuk, F. & Fricks, L. (2005). Charting a meaningful life: Planning
ownership in person/family-centered planning. Washington D.C.: Substance Abuse and Mental Health
Services Administration.
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H.4.4.

H.4.5.

H.4.6.

are beneficial, self-reflective tools (e.g., the CAl, RSA, RKI, etc.*®) that
can be used to conduct a training needs analysis which identifies both
strengths and areas in need of improvement as it relates to the provision
of recovery-oriented care. Gaps in skill sets can be identified and
prioritized for development by training administrators.

Training in and of itself will not allow providers to develop the
enhanced skill set and the increased sense of efficacy that will allow
them to carry out the complex responsibilities and roles of the
recovery-oriented practitioner. Competency-based training must be
coupled with on-going mentor support, enhanced supervision,
recovery-oriented case conferences, and opportunities for peer
consultation.

Directors of clinical services and agency leaders should be involved in
ongoing training initiatives so that there is consistency in proposed
recovery-oriented practices and the system’s administrative structures.
This allows direct care staff to feel supported and respected and it
allows agency leadership the opportunity to proactively identify, and
address, any systemic barriers that prohibit the adoption of recovery-
oriented practices.

Training and staff development activities must be sensitive to the role
confusion which can result with the adoption of recovery-oriented
practice. Recovery-oriented care does not imply that there is no longer
any role for the practitioner to play in the treatment and recovery
process. Rather, the provider’s role has changed from that of all-
knowing, all-doing caretaker to that of coach, architect, cheerleader,
facilitator, mentor, or shepherd*’—roles that are not always consistent
with one’s clinical training or experiences. One effective educational
strategy may be using a combination of literature, outcomes/efficacy
data, and personal accounts such as recovery dialogues to help practi-
tioners learn the new roles of advisor, mentor, or supports broker®,

36CampbeII—Orde, T., Chamberlin, J., Carpenter, S. & Leff, S. (2005). Measuring the promise: A compendium
of recovery measures, Volume Il. Boston: Human Services Research Institute.

¥ Adams, N. & Grieder, D. (2005). Treatment planning for person-centered care: The road to mental health
and addiction recovery. San Diego, CA, US: Elsevier Academic Press; Davidson, L., Tondora, J., Staeheli, M.,
O'Connell, M.J., Frey, J. & Chinman, M.J. (2006). Recovery guides: An emerging model of community-based
care for adults with psychiatric disabilities. In A. Lightburn & P. Sessions (Eds.), Community-based clinical
practice. Oxford University Press, New York.

38Jonikas, Cook, Fudge, Hiebechuk & Fricks. (2005). op cit.
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Further, those involved in educating providers about self-determination
and recovery-oriented care have found that acknowledging staff’s fears
and doubts, rather than dismissing or shaming them, is more likely to
lead them to accept a new role in their clients’ lives®. The application
of sophisticated and effective clinical practices in the larger context of
collaborative partnerships and self-determination is a training area that
requires ongoing attention.

H.4.7.  No matter how competent the workforce, no matter how ripe the cul-
ture, and no matter how compatible the funding mechanisms, recovery-
oriented care will not become a reality unless people in recovery and
their families understand it, are supported in using it, and come to
demand it as a basic expectation of quality care. It is imperative that
training initiatives regarding recovery-oriented care not neglect the
needs of people in recovery and families to develop their own capacity
to self-direct their treatment and life decisions. Some may already do
this with great skill and acumen. Others may be reluctant to assume the
seat of power, having been socialized by their culture* or taught by
professionals and agencies that their preferred role is one of deferential
compliance®. Ideally, training initiatives put all stakeholders, includ-
ing people in recovery, families, and practitioners, at the same table.

H.5. Forces at the societal level (e.g., stigma, discrimination, lack of
basic resources, etc.) which undermine recovery and community
inclusion are identified and addressed. Necessary change strategies
to address this issue include the following:

H.5.1. A lack of basic resources and opportunities (e.g., jobs, affordable
housing, primary medical care, educational activities) in the broader
community significantly complicates the task of recovery for persons
with behavioral health disorders. This lack of resources and opportun-
ities often stems from inadequate knowledge and skills on the part of
community organizations regarding how to create welcoming and
accessible environments for all people. Behavioral health practitioners
have significant expertise to address this skill and knowledge gap, and
should be prepared to offer supportive guidance and feedback at both

*Holburn, S. & Vietze, P. (2002). Person-centered planning: Research, practice, and future directions.
Baltimore: Paul Brookes Publishing.

40Harry, B., Kalyanpur, M. & Day, M. (1999). Building cultural reciprocity with families. Baltimore, MD:
Paul Brooks.

41Katz, E. & Danet, B. (1973). Bureaucracy and the public. New York: Basic Books.
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the individual and community level. For example, consultation with a
community employer regarding the impact of a certain medication on
an individual’s stamina can lead to a reasonable accommodation in the
work place which allows greater productivity and success on the job—
an outcome which is ultimately beneficial to both the individual and the
employer. Provided appropriate support and consultation, many
community members are excellent collaborators and can become
facilitators of the recovery and community inclusion process.

H.5.2.  Despite the promise of such collaborations, discrimination against
people with behavioral health disorders will most likely continue for
the foreseeable future. Community collaborations and education must
therefore be coupled with efforts on the part of behavioral health
practitioners to recognize instances of discrimination, to understand
relevant disability legislation (e.g., the Americans with Disabilities
Act), and to effectively utilize state and local resources (e.g., the
Connecticut Legal Rights Project, the Office of Protection and Advo-
cacy, the Equal Opportunity Employment Commission, advocacy
organizations, etc.). This type of knowledge also must be built within
the consumer community so that people in recovery can protect them-
selves by recognizing and rectifying experiences of discrimination.

H.5.3.  Agencies are cautioned to avoid the establishment of ‘one stop shop-
ping’ service programs. In an effort to respond simultaneously to
individuals’ multi-dimensional needs while also protecting them from
the experience of stigma and discrimination, there is a tendency for
agencies to develop “in-house” alternatives to community activities
based on concern that the community will never accept or welcome
individuals with behavioral health disorders. As a result, agencies often
create in artificial settings, activities that already exist in the natural
community. For example, developing in house medical clinics, movie
nights, GED classes, social events, etc. Agencies which fall into this
trap of providing a one stop shop for the needs of people with mental
illness or addiction inadvertently contribute to the development of
chronic “patient hood” as well as the perpetuation of discriminatory
and unethical practices on the part of community members. We must
continue to work with community partners to uphold their obligation to
respect people with behavioral health disorders as citizens who have
the right to be treated according to the principles of law that apply to all
other individuals*.

*’National Council on Disability. (2000). From privileges to rights: People labeled with psychiatric disabilities
speak for themselves. Downloaded from http://www.ncd.gov/newsroom/publications/privileges.html
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H.5.4. A focus on promoting access to community opportunities is consistent
not only with recovery-oriented principles but with the need for fiscal
efficiency. Professionals and service recipients should be mindful of
the limited resources available for specialized services and should focus
on community solutions and resources first by asking “Am | about to
recommend or replicate a service or support that is already available in
the broader community?” At times this has direct implications for the
development of service interventions within recovery plans, e.g.,
creating on-site health and fitness opportunities such as exercise classes
without first exploring to what extent that same opportunity might be
available in the broader community through public recreational
departments, YMCAs, etc. If natural alternatives are available in the
community, the individual should be informed of these opportunities
and then supported in accessing them based on his or her preferences.

H.6. Certain internal barriers unique to behavioral health disorders are
identified and addressed. Necessary change strategies to address
these barriers include the following:

H.6.1.  Itis important to acknowledge that people with behavioral health dis-
orders may be reluctant to assume some of the rights and responsibil-
ities promoted in recovery-oriented systems. They may initially express
reluctance, fears, mistrust, and even disinterest when afforded the right
to take control of their treatment and life decisions. It is critical to
explore and address the multiple factors influencing such responses, as
they often result from a complex interaction of the person’s conditions
and his or her past experiences in the behavioral health care system. As
suggested by Jonikas and colleagues®, there are many factors involved
when people in recovery “resist” recovery-oriented system change,
including a lack of trust that human service systems or various care
providers will cede control, service eligibility criteria that require an
emphasis on illness and crisis in order to receive assistance; learned
helplessness consequent from years of dependency (especially for those
in institutional settings); an inability to, or discomfort with, articulating
personal preferences and ideas; and feelings of pressure that they must
“get it right the first time” or else be blamed for their failures when
assuming greater control in the recovery process. Significant training
and skill building within the recovery community is necessary to

43Jonikas, Cook, Fudge, Hiebechuk & Fricks. (2005). 0p Cit.
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address this internal barrier and to support people in embracing
expanded roles and responsibilities. Education and ongoing support and
mentoring is perhaps best offered through mental health advocacy
organizations and peer-run programs.

H.6.2.  Individuals with serious behavioral health disorders often have histories
of trauma which impact on treatment and recovery. For example, while
trauma may not be intrinsic to behavioral health per se, there is consi-
derable evidence that suggests that people living with behavioral health
disorders at the present time have a greatly increased chance of having
experienced a history of trauma earlier in their lives as well as being at
increased risk for future victimization**. Evidence also suggests that the
failure to attend to a person’s history of sexual and/or physical abuse
will seriously undermine the treatment and rehabilitation enterprise,
leading to a poor prognosis, while approaches that are responsive to
trauma significantly improve treatment effectiveness and outcomes.
Similar processes resulting from patterns of relating in a person’s
family context or immediate social environment may pose additional
barriers to the person’s recovery. Within the context of urban poverty
and violence, e.g., the only incentive offered by abstinence may be a
decreased immunity to the horrors that a person faces on a daily basis.

H.6.3.  The above barriers represent more of an interaction between a person’s
condition and his or her experiences in the behavioral health system
and the community at large. In addition, the symptoms of certain ill-
nesses themselves may also pose direct impediments to the recovery
process. As we described above, for example, hallucinations and
delusions may compete with the information a person is receiving from
health care professionals, thereby discouraging the person from taking
prescribed medications or participating in other treatment or rehabilita-
tion. Similarly, impairments in such areas as working memory, execu-
tive processes, language, attention and concentration, and problem
solving® can undermine a person’s abilities to articulate and assert his

44SeIIs, D., Rowe, M., Fisk, D. & Davidson, L. (2003). Violent victimization of persons with co-occurring
psychiatric and substance use disorders. Psychiatric Services, 54(9), 1253-1257.

45Saykin, A., Gur, R.C., Gur, R.E., Mozley, D., Mozley, R.H., Resnick, S., Kester, B. & Stafinick, P. (1991).
Neuropsychological function in schizophrenia: Selective impairment in memory and learning. Archives of
General Psychiatry, 48, 618-624.; Bell, M. & Lysaker, P. (1995). Psychiatric symptoms and work performance
among people with severe mental illness, Psychiatric Services, 46(5), 508-510; Westermeyer, J. & Harrow, M.
(1987). Factors associated with work impairments in schizophrenic and nonschizophrenic patients. In R.
Grinker & M. Harrow (Eds.), Clinical research in schizophrenia: A multidimensional approach. p. 280-299.
Springfield: Charles Thomas Books; Cornblatt, B. & Erlenmeyer-Kimling, L. (1984). Early attentional
predictors of adolescent behavioral disturbances in children at risk for schizophrenia. In Watt, N.F., James,
A.E. (eds.). (1984). Children at risk for schizophrenia: A longitudinal perspective. (pp. 198-211). New York,
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or her personal wants, needs, and preferences in the context of a
relationship with a clinical practitioner. Such cognitive impairments
may be further aggravated by negative symptoms that are currently
considered to be among the most unremitting and malignant of the
impairments associated with psychosis*. These include a lack of goal-
directed activity, withdrawal, apathy, and affective flattening, all of
which can create the impression that individuals are not interested in
taking an active role in their care, thereby placing them at increased
risk of being underestimated and undervalued as partners in the
recovery planning process. In certain conditions, the elimination or
reduction of symptoms may also come with great ambivalence, e.g.,
while episodes of mania can be destructive, they may include a
heightened sense of creativity, self importance, and productivity that
are difficult to give up. Being able to identify and address these and
other sequelae requires knowledge and skill on the part of the clinical
practitioner. There must be a commitment to ongoing professional
development regarding emerging evidence-based and recovery-oriented
practices which allow people to manage, or bypass, their symptoms to
build a personally gratifying life in the community.

What you will hear from people when you are
addressing external and internal barriers to recovery:

e My mental iliness was the least of my worries when it came to getting back to
work after | got discharged from the hospital. | was terrified about losing my
benefits and my employer gave me a really hard time when | asked if | could
come in a half hour late one morning in order to see my doctor. My therapist
and | sat down and he helped me sort out what would happen to my benefits
and gave me some great information about how I could talk to my boss and
request some accommodations that would help me be successful on the job. |
have been back now for almost a year, and | just got the Employee of the
Month Award.

e | used to get so pissed when | got asked to sign off on the treatment plans my
doctor had to send to the insurance company. Half the time, | could barely tell
that it was MY plan. It didn’t reflect any of the things | had said were

NY, US: Cambridge University Press; Seltzer, J., Cassens, G., Ciocca, C. & O’Sullivan, L. (1997). Neuro-
psychological rehabilitation in the treatment of schizophrenia. Connecticut Medicine, 61(9), 597-608.

46Torrey, E.F. (1988). Surviving schizophrenia: A family manual (Rev. ed.). New York: Harper & Row.
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important. My new doctor explained to me how the insurance and billing
things work. And then we worked on the plan together. It still wasn’t perfect,
but at least | kind of knew where he was coming from and that he really HAD
heard what I was trying to say.

All those years | spent in Social Skills groups, | met the same 20 people | knew
from Clozaril Clinic and the Clubhouse. It didn’t exactly expand my social
horizons! Now | am playing basketball in one of the city leagues and there is
this girl I’ve got my eye on who comes to the games. My therapist and | have
been talking a lot about how | could strike up a conversation with her.

The thought of getting discharged was so terrifying to me | almost didn’t want
to get well. But my case manager and | made sure that | had people and
places | could go to for support when | needed it-and these folks had been
involved in our work all along. It made a huge difference in my feeling good
about taking the next step.

| just didn’t buy it when my clinician started talking to me about this thing
called ““consumer-driven care”... But she proved to me that she was for real
in terms of making some changes in how we worked together— even referred
me to a local self-advocacy center. | had been sitting back letting other folks
call the shots, and then complaining when things got messed up. A Peer
Specialist at the advocacy center called me out on it. | realized that | had
gotten real comfortable letting other folks make decisions for me, and | know
now that | gotta take charge of my own recovery and the Peers at the Center
are helping me to do that...
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Glossary of Recovery-Oriented Language

Creation of a recovery-oriented system of care requires behavioral health care
practitioners to alter the way they look at mental illness and addiction, their own
roles in facilitating recovery from these conditions, and the language they use in
referring to the people they serve. The following glossary and associated tables are
intended as tools for providers to use as they go about making these changes in
practice.47 Not meant to be exhaustive, this material will be further enhanced in the
process of implementing recovery-oriented practices across the state.

Given its central role in the remaining definitions, we will start with the term
“recovery” itself, followed by a list, in alphabetical order, of other key terms.

Recovery: there are several different definitions and uses of this term in
behavioral health. In the addiction recovery community, for example, this term refers
to the achievement and maintenance of abstinence from alcohol, illicit drugs, and
other substances (e.g., tobacco) or activities (e.g., gambling) to which the person has
become addicted, vigilance and resolve in the face of an ongoing vulnerability to
relapse, and pursuit of a clean and sober lifestyle.

In mental health there are several other forms of recovery. For those fortunate
people, for example, who have only one episode of mental illness and then return to
their previous functioning with little, if any, residual impairment, the usual sense of
recovery used in primary care is probably the most relevant. That is, such people
recover from an episode of psychosis or depression in ways that are more similar to,
rather than different from, recovery from other acute conditions.

Persons who recover from an episode of major affective disorder or psychosis,
but who continue to view themselves as vulnerable to future episodes, may instead
consider themselves to be “in recovery” in ways that are more similar to, than
different from, being in recovery from a heart attack or chronic medical condition.
Many others will recover from serious mental illness over a longer period of time,
after perhaps 15 or more years of disability, constituting an additional sense of
recovery found in some other medical conditions such as asthma. More extended
periods of disability are often associated with concerns about the effects and side
effects of having been labeled with a mental illness as well as with the illness itself,
leading some people to consider themselves to be in recovery also from the trauma of
having been treated as mental patients.

*" Credit for many of the addiction entries goes to William White, with text appreciatively borrowed and
adapted from his unpublished manuscript The Language of Addiction Recovery: An Annotated Glossary.
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Finally, those people who view taking control of their illness and minimizing its
disruptive impact on their lives as the major focus of their efforts might find the
sense of recovery used in the addiction self-help community to be most compatible
with their own experiences. Such a sense of recovery has been embraced, for
instance, among some people who suffer from co-occurring psychiatric and addictive
disorders who consider themselves to be in “dual recovery.”

For purposes of simplicity and clarity, the Connecticut Department of Mental
Health and Addiction Services has adopted the following single definition to capture
the common elements of these various forms of recovery:

“Recovery involves a process of restoring or developing a meaningful sense of
belonging and positive sense of identity apart from one’s condition while
rebuilding a life despite or within the limitations imposed by that condition.”

Other Key Terms

Abstinence-Based Recovery: is the resolution of alcohol- and other drug-related
problems through the strategy of complete and enduring cessation of the non-medical
use of alcohol and other drugs. The achievement of this strategy remains the most
common definition of recovery in addiction, but the necessity to include it in this
glossary signals new conceptualizations of recovery that are pushing the boundaries
of this definition (see partial recovery, moderated recovery, and serial recovery).

Affirmative Business: see Social Cooperative/Entrepreneurialism

Asset-Based Community Development: a technology for identifying and charting
the pathways and destinations in the local community most likely to be welcoming
and supportive of the person’s efforts at community inclusion. A first step is the
development of local resource maps (see below). A strategy of community
preparation is then used to address gaps identified in the resource maps through
educational and other community building activities aimed at decreasing stigma and
creating a more welcoming environment in partnership with local communities.

Asset Mapping: part of asset-based community development (above) referring to
the process of identifying opportunities in local communities for people in recovery
to take up and occupy valued social roles in educational, vocational, social,
recreational, and affiliational (e.qg., civic, spiritual) life. Although not a literal “map”
(i.e., as in contained on a piece of paper), asset mapping involves developing and
utilizing virtual or mental landscapes of community life that highlight resources,
assets, and opportunities that already exist in the person’s local community.
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Choice: a key concept in recovery-oriented care, choice refers to the central role
people with psychiatric disabilities and/or addictions play in their own treatment,
rehabilitation, recovery, and life. Within the behavioral health system, people in
recovery need to be able to select services and supports from among an array of
meaningful options (see menu below) based on what they will find most responsive
to their condition and effective in promoting their recovery. Both inside and outside
of the behavioral health system, people in recovery have the right and responsibility
for self-determination and making their own decisions, except for those rare
circumstances in which the impact of the illness or addition contributes to their
posing imminent risks to others or to themselves.

Citizenship: a strong connection to the rights, resources, roles, and responsibilities
that society offers people through public institutions and associational life.

Community Supports: material and instrumental resources (including other
people), and various forms of prostheses that enable people to compensate for
enduring disabilities in the process of pursuing and being actively involved in
naturally-occurring community activities of their choice.

Consumer: literally means someone who purchases services or goods from others.
Historically has been used in mental health advocacy to offer a more active and
empowered status to people who otherwise were being described as “clients” or
“mental patients.” Given the fact that people in recovery have not really viewed
themselves as consumers in the traditional sense (ala Ralph Nader), this term has
never really generated or been met with wide-spread use.

Continuity of Care/Contact: is a phrase used to underscore the importance of
sustained, consistent support over the course of recovery. Such support can come
from living within a community of shared experience and hope, but also can refer to
the reliable and enduring relationship between the individual in recovery and his or
her recovery coach. Such sustained continuity is in marked contrast to the transience
of relationships experienced by those who have moved through multiple levels of
care or undergone multiple treatment relationships.

Disparities in Healthcare: differences in access, quality, and/or outcomes of health
care based on such issues as race, ethnicity, culture, gender, sexual or religious
orientation, social class, or geographic region.

Empowerment: is the experience of acquiring power and control over one’s own
life decisions and destiny. Within the addiction recovery context, there are two
different relationships to power. Among the culturally empowered (those to whom
value is ascribed as a birthright), addiction-related erosion of competence is often
countered by a preoccupation with power and control. It is not surprising then that
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the transformative breakthrough of recovery is marked by a deep experience of
surrender and an acceptance of powerlessness. In contrast, the culturally
disempowered (those from whom value has been systematically withheld) are often
attracted to psychoactive drugs in their desire for power, only to discover over time
that their power has been further diminished. Under these conditions, the initiation of
recovery is often marked by the assumption of power and control rather than an
abdication or surrender of power.

Within the mental health context, empowerment typically refers to a person first
taking back control of his or her own health care decisions prior to regaining control
of his or her major life decisions and destiny. As such, “empowerment” has been
used most by advocacy groups in their lobbying efforts to make mental healthcare
more responsive and person-centered. In either community, empowerment is meant
to be inspiring, horizon-raising, energizing, and galvanizing. The concept of
empowerment applies to communities as well as individuals. It posits that the only
solution to the problems of addiction and/or mental health in disempowered
communities lies within those very communities. It is important to note that, by
definition, one person cannot “empower” another, as to do so undermines the very
premise of the term, which attributes power over the person’s decisions, recovery
journey, and life to the person him or herself.

Evidence-Based Practices: are clinical, rehabilitative, and supportive practices that
have scientific support for their efficacy (under ideal conditions) and effectiveness
(in real world settings). Advocacy of evidence-based practice is a commitment to use
those approaches that have the best scientific support, and, in areas where research is
lacking, a commitment to measure and use outcomes to elevate those practices that
have the greatest impact on the quality of life of individuals, families and
communities.

Faith-Based Recovery: is the resolution of alcohol and other drug problems within
the framework of religious experience, beliefs, and rituals and/or within the mutual
support of a faith community. Faith-based recovery frameworks may serve as
adjuncts to traditional recovery support programs or serve as alternatives to them.

Harm Reduction (as a stage of recovery): is most often viewed as an alternative
to, and even antagonistic to, recovery, but can also be viewed as a strategy of
Initiating or enhancing early recovery. The mechanisms through which this can occur
include preventing the further depletion of recovery capital, increasing recovery
capital when it does not exist, and enhancing the person’s readiness for recovery via
the change-encouraging relationships through which harm reduction approaches are
delivered.
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Inclusion: refers to a person’s right to be afforded access to, and to participate in,
naturally occurring community activities of his or her choice.

Iliness Self-management: is the mastery of knowledge about one’s own illness and
assumption of primary responsibility for alleviating or managing the symptoms and
limitations that result from it. Such self-education and self-management shifts the
focal point in disease management from the expert caregiver to the person with the
ilIness.

Individualized Care: see Person-Centered Care.

Indigenous Healers and Institutions: are people and organizations in the natural
environment of the recovering person who offer words, ideas, rituals, relationships,
and other resources that help initiate and/or sustain the recovery process. They are
distinguished from professional healers and institutions not only by training and
purpose, but through relationships that are culturally-grounded, enduring, and often
reciprocal and/or non-commercialized.

Initiating Factors: are those factors that spark a commitment to recovery and an
entry into the personal experience of recovery. Factors which serve this recovery
priming function are often quite different than those factors that later serve to sustain
recovery. Recovery-initiating factors can exist within the person and/or within the
person’s family and social environment as well as in the behavioral health system.
These factors can include pain-based experiences, e.g., anguish, exhaustion, and
boredom with addictive lifestyle; death of someone close; external pressure to stop
using; experiences of feeling humiliated; increased health problems; failures or
rejections; or suicidal thoughts. Less well-recognized, however, are the hope- and
pleasure-based experiences: pursuing interests and experiencing enjoyment and
success; exposure to recovery role models; new intimate relationships; marriage,
parenthood, or other major positive life change; a religious experience; or new
opportunities.

Jump Starts: see Initiating Factors.

Menu (of services and/or supports): an array of options from which people can
then choose to utilize those services and/or supports they expect will be most
effective in assisting them to achieve their goals and most responsive to their
individual, familial, and socio-cultural values, needs, and preferences.

Micro Enterprise: see Social Cooperative/Entrepreneurialism.

Moderated Recovery: is the resolution of alcohol or other drug problems through
reduction of alcohol or other drug consumption to a sub-clinical level (shifting the
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frequency, dosage, method of administration, and contexts of drug use) that no longer
produces harm to the individual or society. The concept takes on added utility within
the understanding that alcohol and other drug problems exist on a wide continuum of
severity and widely varying patterns of acceleration and deceleration. The prospects
of achieving moderated recovery diminish in the presence of lower age of onset,
heightened problem severity, the presence of co-occurring psychiatric illness, and
low social support. The most common example of moderated resolution can be found
in studies of people who develop alcohol and other drug-related problems during
their transition from youth to adulthood. Most of these individuals do not go on to
develop enduring substance-related problems, but instead moderate their use through
the process of maturation.

Motivational Interventions: is a non-confrontational approach to eliciting
recovery-seeking behaviors that was developed by Miller and Rollnick. This
approach emphasizes relationship-building (expressions of empathy), heightening
discrepancy between an individual’s personal goals and present circumstances,
avoiding argumentation (activation of problem-sustaining defense structure), rolling
with resistance (emphasizing respect for the person experiencing the problem and his
or her sense of necessity and confidence to solve the problem), and supporting self-
efficacy (expressing confidence in the individual’s ability to recovery and expressing
confidence that they will recovery). As a technique of preparing people to change,
motivational interviewing is an alternative to waiting for an individual to “hit
bottom” and an alternative to confrontation-oriented intervention strategies.

Multiple Pathways of Recovery: reflects the diversity of how people enter into and
pursue their recovery journey. Multiple pathway models contend that there are
multiple pathways into psychiatric disorder and addiction that unfold in highly
variable patterns, courses and outcomes; that respond to quite different treatment
approaches; and that are resolved through a wide variety of recovery styles and
support structures. This is particularly true among ethnic minority and religious
communities, but diversity is to be found wherever there are people of different
backgrounds.

Mutual Support/Aid Groups: are groups of individuals who share their own life
experiences, strengths, strategies for coping and hope about recovery. Often called
“self-help” groups, they more technically involve an admission that efforts at self-
help have failed and that the help and support of others is needed. Mutual aid groups
are based on relationships that are personal rather than professional, reciprocal rather
than fiduciary, free rather than fee-based, and enduring rather than transient (see also
Indigenous Healers and Institutions).

Natural Recovery: is a term used to describe those who have initiated and sustained
recovery from a behavioral health disorder without professional intervention or
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involvement in a formal mutual aid group. Since people in this form of recovery
neither access nor utilize behavioral health services, it is difficult to establish the
prevalence or nature of this process, but it is believed to be common.

New Recovery Advocacy Movement: depicts the collective efforts of grassroots
recovery advocacy organizations whose goals are to: 1) provide an unequivocal
message of hope about the potential of long term recovery from behavioral health
disorders, and 2) to advocate for public policies and programs that help initiate and
sustain such recoveries. The core strategies of the New Recovery Advocacy
Movement are: 1) recovery representation, 2) recovery needs assessment, 3) recovery
education, 4) recovery resource development, 5) policy (rights) advocacy, 6)
recovery celebration, and 7) recovery research.

Natural Support: technical term used to refer to people in a variety of roles who are
engaged in supportive relationships with people in recovery outside of behavioral
health settings. Examples of natural supports include family, friends, and other loved
ones, landlords, employers, neighbors, or any other person who plays a positive, but
non-professional, role in someone’s recovery.

Partial Recovery: is 1) the failure to achieve full symptom remission (abstinence or
the reduction of alcohol/drug use below problematic levels), but the achievement of a
reduced frequency, duration, and intensity of use and reduction of personal and social
costs associated with alcohol/drug use, or 2) the achievement of complete abstinence
from alcohol and other drugs but a failure to achieve parallel gains in physical, emo-
tional, relational, and spiritual health. Partial recovery may precede full recovery or
constitute a sustained outcome.

Peer: within behavioral health, this term is used to refer to someone else who has
experienced first-hand, and is now in recovery from, a mental iliness and/or
addiction.

Peer-Delivered Services: any behavioral health services or supports provided by a
person in recovery from a mental illness and/or addiction. This includes, but is not
limited to, the activities of peer specialists or peer support providers (see below),
encompassing also any conventional behavioral health intervention which a person in
recovery is qualified to provide. Examples of these activities range from medication
assessment and administration by psychiatrists and nurses who disclose that they are
in recovery to illness management and recovery education by peers trained in
providing this evidence-based psychosocial intervention. An underlying assumption
here is that there is “value added” to any service or support provided by someone
who discloses his or her own recovery journey, as such disclosure serves to combat
stigma and inspire hope.
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Peer-Operated or Peer-Run Programs: a behavioral health program that is
developed, staffed, and/or managed by people in recovery. In contrast to peer-run
businesses (described below) which are self-sustaining and able to generate profits,
peer-run programs are typically private-non-profit and oriented to providing
behavioral health services and supports such as respite care, transportation to and
from healthcare appointments, recovery education, and advocacy.

Peer-Run Businesses: see Social Cooperative/Entrepreneurialism

Peer Specialist: a peer (see above) who has been trained and employed to offer peer
support to people with behavioral health conditions in any of a variety of settings.
These settings may range from assertive or homeless outreach in shelters, soup
Kitchens, or on the streets, to part of a multi-disciplinary inpatient, intensive
outpatient, or ambulatory team, to roles within peer-run or peer-operated programs
(see below).

Peer Support: while falling along a theoretical continuum, peer support differs both
from traditional mutual support groups as well as from consumer-run drop-in centers
or businesses. In both mutual support groups and consumer-run programs, the
relationships peers have with each other are thought to be reciprocal in nature; even
though some peers may be viewed as more skilled or experienced than others, all
participants are expected to benefit. Peer support, in contrast, is conceptualized as
involving one or more persons who have a history of significant improvement in
either a mental illness and/or addiction and who offers services and/or supports to
other people with mental illnesses or addictions who are considered to be not as far
along in their own recovery process.

Person-Centered Care: behavioral health care that is based on the person’s and/or
family’s self-identified hopes, aspirations, and goals, which build on the person’s
and/or family’s own assets, interests, and strengths, and which is carried out
collaboratively with a broadly-defined recovery management team that includes
formal care providers as well as others who support the person’s or family’s own
recovery efforts and processes, such as employers, landlords, teachers, and
neighbors.

Person in Recovery: a person who has experienced a mental illness and/or
addiction and who has made progress in learning about and managing his or her
behavioral health condition and in developing a life outside of, or in addition to, this
condition.

Recovery Capital: is the quantity and quality of internal and external resources that

one can bring to bear on the initiation and maintenance of recovery from a life-
changing disorder. In contrast to those achieving natural recovery, most people with
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psychiatric or addictive disorders entering treatment have never had much recovery
capital or have dramatically depleted such capital by the time they seek help.

Recovery Celebration: is an event in which recovered and recovering people
assemble to honor the achievement of recovery. Such celebrations serve both healing
and mutual support functions but also (to the extent that such celebrations are public)
serve to combat social stigma attached to addiction or mental illness by putting a
human face on behavioral health disorders and by conveying living proof of the
possibility and enduring nature of recovery from these disorders.

Recovery Coach/Guide (Recovery Support Specialist): is a person who helps
remove personal and environmental obstacles to recovery, links the newly recovering
person to the recovery community and his or her broader local community, and,
where not available in the natural community, serves as a personal guide and mentor
in the management of personal and family recovery.

Recovery Community (Communities of Recovery): is a term used to convey the
sense of shared identity and mutual support of those persons who are part of the
social world of recovering people. The recovery community includes individuals in
recovery, their family and friends, and a larger circle of “friends of recovery” that
include both practitioners working in the behavioral health fields as well as recovery
supporters within the wider community. Recovery management is based on the
assumption that there is a well-spring of untapped hospitality and service within this
community that can be mobilized to aid those seeking recovery for themselves and
their families. “Communities of recovery” is a phrase coined by Kurtz to convey the
notion that there is not one but multiple recovery communities and that people in
recovery may need to be introduced into those communities where the individual and
the group will experience a goodness of “fit.” The growth of these divergent
communities reflects the growing varieties of recovery experiences.

Recovery Management: is the provision of engagement, education, monitoring,
mentoring, support, and intervention technologies to maximize the health, quality of
life, and level of productivity of persons with severe behavioral health disorders.
Within the framework of recovery management, the “management” of the disorder is
the responsibility of the person with the disorder. The primary role of the
professional is that of the recovery consultant, guide, or coach.

Recovery-Oriented Practice: a practice oriented toward promoting and sustaining a
person’s recovery from a behavioral health condition. DMHAS policy defines
recovery-oriented practice as one that “identifies and builds upon each individual’s
assets, strengths, and areas of health and competence to support the person in
managing his or her condition while regaining a meaningful, constructive, sense of
membership in the broader community.”
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Recovery-Oriented Systems of Care: are systems of health and human services
that affirm hope for recovery, exemplify a strengths-based orientation, and offer a
wide spectrum of services and supports aimed at promoting resilience and long term
recovery from behavioral health disorders.

Recovery Planning and Recovery Plans: in contrast to a treatment or service plan,
is developed, implemented, revised, and regularly evaluated by the client. Consisting
of a master recovery plan and regular implementation/action plans, the recovery plan
covers life domains in addition to behavioral health issues (e.g., physical, finances,
employment, legal, family, social life, personal, education, and spiritual). In mental
health settings, recovery planning follows the principles described above under
person-centered care.

Recovery Priming: see Initiating Factors.

Recovery Support Services: are designed to 1) remove personal and environmental
obstacles to recovery, 2) enhance identification and participation in the recovery
community, and 3) enhance the quality of life of the person in recovery. Such
services include outreach, engagement and intervention services; recovery guiding or
coaching, post-treatment monitoring and support; sober or supported housing;
transportation; child care; legal services; educational/vocational supports; and linkage
to leisure activities.

Serial Recovery: is the process through which individuals with multiple concurrent
or sequential problems resolve these problems and move toward optimum level of
functioning and quality of life. Serial recovery refers to the process of sequentially
shedding two or more drugs, or to the overlapping processes involved in recovering
from addiction and co-occurring psychiatric or other physical disorders.

Social Cooperative/Entrepreneurialism: the development and operation of small
businesses (“micro enterprises”) by people in recovery based on their talents and
interests and in partnership with their local community. The resulting businesses
offer goods and services to the general public and may be either for profit or not for
profit, but should be at least financially self-sustaining, although perhaps subsidized
through tax breaks or other government means.

Spirituality: refers to a system of religious beliefs and/or a heightened sense of
perception, awareness, performance, or being that informs, heals, connects, or
liberates. For people in recovery, it is a connection with hidden resources within and
outside of the self. There is a spirituality that derives from pain, a spirituality that
springs from joy or pleasure, and a spirituality that can flow from the simplicity of
daily life. For many people, the spiritual has the power to sustain them through
adversity and inspire them to make efforts toward recovery. For some, this is part of
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belonging to a faith community, while for others is may be the spirituality of fully
experiencing the subtlety and depth of the ordinary as depicted in such terms as
harmony, balance, centeredness, or serenity. All of these can be part of the many
facets of recovery.

Triggering Mechanisms: see Initiating Factors.

User/Service Recipient: a person who receives or uses behavioral health services
and/or supports, preferred by some people as an alternative to “consumer’” or “person
in recovery.”

Valued-Based Practice: a practice which has not yet accrued a base of evidence
demonstrating its effectiveness in promoting recovery, but for which there are other
persuasive reasons to view it as having been a helpful resource, and as being a
helpful resource in the future, for people with behavioral health conditions. Examples
of value-based practices include peer-based services that offer hope, role modeling,
and mentoring and culturally-specific programs oriented toward cultural subgroups.

WRAP (Wellness Recovery Action Planning): a self-help approach to illness
management and wellness promotion developed by Mary Ellen Copeland.
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Moving from a Deficit-Based to a Strengths-Based Approach to Care

The following are examples of how language, thinking, and practice shift in the evolution of a recovery-oriented system of care

Presenting Deficit-based Perspective Recovery-oriented, Asset-based Perspective

Situation Perceived Deficit Intervention Perceived Asset Intervention

Person re- Decompensation, Involuntary hospital- | Re-experiencing symptoms as a normal | Express empathy and help person avoid

experiences exacerbation, or ization; warning or part of the recovery journey; an sense of demoralization; highlight how long

symptoms relapse moralizing about opportunity to develop, implement, it may have been since symptoms had
“high risk” behavior | and/or apply coping skills and to draw reappeared; provide feedback about the
(e.g., substance use or | meaning from managing an adverse length of time it takes to achieve sustained
“non-compliance”) event change; offer advice on strategies to cope;

reinforce sense of self-efficacy

Person Increased risk of Potentially intrusive Indicators of potential for self-harm are | Rather than reducing risk, the focus is on

demonstrates suicide efforts to “prevent important signals to respond differently. | promoting safety. Supportive, ongoing

potential for suicide” The person is likely to have a weakened | efforts are oriented to “promote life,” e.g.,

self-harm sense of efficacy and feel demoralized, enabling people to write their own safety/

and thus may require additional support.
On the other hand, the person has
already survived tragic circumstances
and extremely difficult ordeals, and
should be praised for his or her prior
resilience and perseverance.

prevention plans and advance directives.
Express empathy; reinforce efficacy and
autonomy; enhance desire to live by eliciting
positive reasons and motivations, with the
person, not the provider, being the source of
this information.

Person takes
medication
irregularly

Person lacks
insight regarding
his or her need for
meds; is in denial
of illness; is non-
compliant with
treatment; and
needs monitoring
to take meds as
prescribed.

Medication may be
administered, or at
least monitored, by
staff; staff may use
cigarettes, money, or
access to resources as
incentives to take
meds; person is told
to take the meds or
else he or she will be
at risk of relapse or
decompensation, and
therefore may need to
be hospitalized.

Prefers alternative coping strategies
(e.g., exercise, structures time, spends
time with family) to reduce reliance on
medication; has a crisis plan for when
meds should be used. Alternatively,
behavior may reflect ambivalence
regarding medication use which is
understandable and normal, as appro-
ximately half of people with any chronic
health condition (e.g., diabetes, asthma)
will not take their medication as
prescribed.

Individual is educated about the risks and
benefits of medication; offered options based
on symptom profile and side effects; and is
encouraged to consider using meds as one
tool in the recovery process. In style and
tone, individual autonomy is respected and
decisions are ultimately the person and his or
her loves one’s to make. Explore person’s
own perspective on symptoms, illness, and
medication and invite him or her to consider
other perspectives. Person is resource for
important ideas and insights into the
problem and is invited to take an active role
in problem solving process.




Presenting
Situation

Deficit-based Perspective

Recovery-oriented, Asset-based Perspective

Perceived Deficit

Intervention

Perceived Asset

Intervention

Person makes
poor decisions

Person’s judgment
is impaired by
illness or
addiction; is non-
compliant with
directives of staff;
is unable to learn
from experience

Potentially invasive
and controlling
efforts to “minimize
risk” and to protect
the person from
failure, rejection, or
the other negative
consequences of his
or her decisions

Person has the right and capacity for
self-direction (i.e., Deegan’s “dignity of
risk” and the “right to fail”), and is
capable of learning from his or her own
mistakes. Decisions and taking risks are
viewed as essential to the recovery
process, as is making mistakes and
experiencing disappointments and set
backs. People are not abandoned to the
negative consequences of their own
actions, however, as staff stand ready to
assist the person in picking up the pieces
and trying again.

Discuss with the person the pros, cons, and
potential consequences of taking risks in the
attempt to maximize his or her opportunities
for further growth and development. This
dialogue respects the fact that all people
exercise poor judgment at times, and that
making mistakes is a normal part of the
process of pursuing a gratifying and mean-
ingful life. Positive risk taking and working
through adversity are valued as means of
learning and development. Identify discre-
pancies between person’s goals and
decisions. Avoid arguing or coercion, as
decisions made for others against their will
potentially increase their learned helpless-
ness and dependence on professionals.

Person stays
inside most of
the day

Person is with-
drawing and
becoming
isolative; probably
a sign of the
illness; can only
tolerate low social
demands and
needs help to
socialize

Present the benefits
of spending time
outside of the house;
offer the person addi-
tional services to get
the person out of the
house to a clubhouse,
drop-in center, day
program, etc.

Person prefers to stay at home; is very
computer savvy; and has developed
skills in designing web pages; frequently
trades e-mails with a good network of
NET friends; plays postal chess or
belongs to collectors clubs; is a movie
buff or enjoys religious programs on
television. Person’s reasons for staying
home are seen as valid.

Explore benefits and drawbacks of staying
home, person’s motivation to change, and
his or her degree of confidence. If staying
home is discordant with the person’s goals,
begin to motivate for change by developing
discrepancies. If leaving the house is
important but the person lacks confidence,
support self-efficacy, provide empathy, offer
information/advice, respond to confidence
talk, explore hypothetical change, and offer
to accompany him or her to initial activities.

Person denies
that he or she
has a mental
illness and/or
addiction

Person is unable to
accept illness or
lacks insight

Educate and help the
person accept diag-
noses of mental ill-
ness and/or addiction;
facilitate grieving
loss of previous self

Acceptance of a diagnostic label is not
necessary and is not always helpful.
Reluctance to acknowledge stigmatizing
designations is normal. It is more useful
to explore the person’s understanding of
his or her predicament and recognize
and explore areas for potential growth.

In addition to exploring person’s own
understanding of his or her predicament,
explore symptoms and ways of reducing,
coping with, or eliminating distress while
eliciting ways to live a more productive,
satisfying life.
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Presenting
Situation

Deficit-based Perspective

Recovery-oriented, Asset-based Perspective

Perceived Deficit

Intervention

Perceived Asset

Intervention

Person sleeps
during the day

Person’s sleep
cycle is reversed,
probably due to
illness; needs help
to readjust sleep
pattern, to get out
during the day and
sleep at night.

Educate the person
about the importance
of sleep hygiene and
the sleep cycle; offer
advice, encourage-
ment, and inter-
ventions to reverse
sleep cycle

Person likes watching late-night TV; is
used to sleeping during the day because
he or she has always worked the night
shift; has friends who work the night
shift so prefers to stay awake so she or
he can meet them after their shift for
breakfast. Person’s reasons for sleeping
through the day are viewed as valid.

Explore benefits and drawbacks of sleeping
through the day, the person’s motivation to
change, the importance of the issue and his
or her degree of confidence. If sleeping
through the day is discordant with the
person’s goals, begin to motivate change by
developing discrepancy, as above.

Person will not
engage in
treatment

Person is non-
compliant, lacks
insight, or is in
denial

Subtle or overt
coercion to make
person take his or her
medications, attend
12-step or other
groups, and partici-
pate in other treat-
ments; alternatively,
discharge person
from care for non-
compliance

Consider range of possible reasons why
person may not be finding available
treatments useful or worthy of his or her
time. It is possible that he or she has
ambivalence about treatment, has not
found treatment useful in the past, did
not find treatment responsive to his or
her needs, goals, or cultural values and
preferences. Also consider factors out-
side of treatment, like transportation,
child care, etc. Finally, appreciate the
person’s assertiveness about his or her
preferences and choices of alternative
coping and survival strategies

Compliance, and even positive behaviors
that result from compliance, do not equate,
or lead directly, to recovery. Attempts are
made to understand and support differences
in opinion so long as they cause no critical
harm to the person or others. Providers
value the “spirit of noncompliance” and see
it as sign of the person’s lingering energy
and vitality. In other words, he or she has not
yet given up. Demonstrate the ways in which
treatment could be useful to the person in
achieving his or her own goals, beginning
with addressing basic needs or person’s
expressed needs and desires; earn trust.

Person reports
hearing voices

Person needs to
take medication to
reduce voices; if
person takes meds,
he or she needs to
identify and avoid
sources of stress
that exacerbate
symptoms

Schedule appoint-
ment with nurse or
psychiatrist for med
evaluation; make sure
person is taking meds
as prescribed; help
person identify and
avoid stressors

Person says voices have always been
there and views them as a source of
company, and is not afraid of them;
looks to voices for guidance. Alterna-
tively, voices are critical and disruptive,
but person has been able to reduce their
impact by listening to walkman, giving
them stern orders to leave him or her
alone, or confines them to certain parts
of the day then they pose least inter-
ference. Recognize that many people
hear voices that are not distressing.

Explore with person the content, tone, and
function of his or her voices. If the voices
are disruptive or distressing, educate person
about possible strategies for reducing or
containing voices, including but not limited
to medication. Ask person what has helped
him or her to manage voices in the past.
Identify the events or factors that make the
voices worse and those that seem to make
the voices better or less distressing. Plan
with the person to maximize the time he or
she is able to manage or contain the voices.
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| would like to thank you for this opportunity to speak with you today. Itisa
specia pleasure to be here in your lovely country. | feel the theme of our conferenceis
very important and in many ways reflects the main message in all of my writings. That
themeis, "There is a person in here". In many respects, coming to know that thereis a
person in here is the easy part. Remembering to aways listen for and to reverence the
person over there - that can be the more difficult part.

Let me begin by telling you a little about the part of the country | livein. | livein
the northeastern part of the United States that we call New England. Where | live, we
have four very distinct seasons ranging from the bitter cold of snowy winter, to the
muddy season of unfolding colors that we call spring, to the smmering days of summer
right through to the spectacular unfolding of autumn when all of the leaves on the trees
burst into bright yellows and oranges and reds and then fall to the ground leaving the
trees naked and stark and bare. There is always alesson for me in the cycle of the
seasons. | am aways reminded that growth happens in a context and that in order for
growing things to emerge, environments must change to accommodate that growth.

One spring, after along and icy winter, | wrote this:

It is springtime and hope is everywhere. It is springtime and it feels like al living
things are trembling into being, still wet and new and fragile and determined to put down
roots and grow.

| think of a searose | watched growing out at a beach near my home this past
summer. Itisafragile and tender life, that seaflower. | loveto seeit. At dawn it moves
in aslow upsway asit turns toward the morning star. That searoseis alight seeker. It
bends toward the light. It is a light-seeker whose roots reach way down into the darkness
of the earth. In fact, it was in darkness that his new life began.

Way back in January and February, when the icy winds lashed across those dunes
and the days were short and the light gave no warmth, even then, way down under the
ground, this new life was waiting. Nobody could see it, nobody was there to witness it,
and yet this promise of a sea flower waited. It waited in that icy darkness for the sands to
begin to thaw. It waited for the rains to come and loosen the earth. And then, ever so
dowly, it began to stir. Moving one grain of sand at atime, it began to grow.
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It did not grow straight toward the light at first. No. First its growth sought a
downward course, reaching, stretching, blindly groping through shifting sands to find a
solid place. A placeto berooted. A good soil to cling to and to be nurtured by. A home
soil that could sustain it even in driving rains and tormenting winds. And then, having
rooted itsalf in this way, the sea rose began its journey toward the light. Poking through
the darkness, that sea flower emerged tiny and lovely and insistent and courageous. On
frail and trembling limbs, this small thing rose to a new life...

That searose teaches us alot about hope. It teaches us that hope emerges out of
darkness. It teaches us that hope can grow in nurturing environments that allow one to
become rooted and secure. And | have come here today to celebrate the hope symbolized
by that searose.

| believeit is a spirit of hope that gathers us here together today. We come from
the far corners of the world : from Australia, New Zealand, the United States, Canada,
Sweden, Ireland China and many other countries. We are direct service workers and
administrators, policy makers and family members, service users and menta health
professionals. Fifteen years ago you would never have caught us all in the same room
together! Indeed, ten years ago we would hardly evenspeak to each other! But here we
are, gathered together - social workers sitting next to family members who are sitting
next to policy makers, who are sitting next to casemanagers, who are sitting next to
academicians who are Sitting next to service users .. . . What is going on here? Arethe old
rules being broken? Isthe old order shaking a bit at the foundation? 1S THERE A
CONSPIRACY GOING ON?

| love the word conspiracy. It comes from the Latin "conspirare" which means to
breath the spirit together. What is the spirit we are breathing together here today?

It isa spirit of hope. Both individually and collectively we have refused to
succumb to the images of despair that so often are associated with mental illness. We are
aconspiracy of hope and we are pressing back against the strong tide of oppression
which for centuries has been the legacy of those of us who are labeled with mental
illness. We are refusing to reduce human beings to illnesses. We recognize that within
each one of usthereisa person and that, as people, we share a common humanity with
those who have been diagnosed with mental illness. We are here to witness that people
who have been diagnosed with mental illness are not things, are not objects to be acted
upon, are not animals or subhuman life forms. We share in the certainty that people
labeled with mental illness are first and above all, human beings. Our lives are precious
and are of infinite value. And as we progress through this conference we will be learning
that those of us with psychiatric disabilities can become experts in our own self care, can
regain control over our lives, and can be responsible for our own individual journey of
recovery. And finally, as the sea rose teaches us, we are learning that the environment
around people must change if we are to be expected to grow into the fullness of the
person who, like a small seed, is waiting to emerge from within each of us.
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If we plant a seed in adesert and it fails to grow, do we ask, "What is wrong with
theseed?' No. Thereal conspiracy laysin this: to look at the environment around the
seed and to ask, "what must change in this environment such that the seed can grow?”
The real conspiracy that we are participating in here today is to stop saying what's wrong
with psychiatric survivors and to start asking: "How do we create hope filled, humanized
environments and relationships in which people can grow?".

But before speaking further of hope and humanity, | want to share with you what
itislike to be diagnosed at a young age with mental illness and to lose al hope. | want to
tell you about the dark winter of anguish and apathy when we give up hope and just sit
and smoke and drink coffee.

For those of us who have been diagnosed with mental illness and who have lived
in the sometimes desolate wastelands of mental health programs and institutions, hope is
not just a nice sounding euphemism. It is a matter of life and death. We know this
because, like the searose, we have known a very cold winter in which all hope seemed to
be crushed out of us. It started for most of usin the prime of our youth. At first we could
not name it. It came like athief in the night and robbed us of our youth, our dreams, our
aspirations and our futures. It came upon us like aterrifying nightmare that we could not
awaken from.

And then, at atime when we most needed to be near the one's we loved, we were
taken away to far off places. At the age of 14 or 17 or 22 we were told that we had a
disease that had no cure. We were told to take medications that made us slur and shake,
that robbed our youthful bodies of energy and made us walk stiff like zombies. We were
told that if we stayed on these medications for the rest of our lives we could perhaps
maintain some semblance of alife. They kept telling us that these medications were good
for us and yet we could feel the high dose neuroleptics transforming us into empty
vessels. We felt like will-less souls or the walking dead as the numbing indifference and
drug induced apathy took hold. At such high dosages, neuroleptics radically diminished
our personhood and sense of self.

As these first winds of winter settled upon us we pulled the blankets up tight
around our bodies but we did not sleep. During those first few nights in the hospital we
lay awake. You see, at night the lights from the houses in the community shine through
the windows of the mental institution. Life still went on out there while ours crumbled all
about us. Those lights seemed very, very far away. The Zulu people have aword for our
phrase "far away". In Zulu "far away" means, "There where someone cries out : 'Oh
mother, | am lost" (Buber 1958, p. 18). And indeed, thisis how far away it felt in the
mental hospital. The road back home was not clear. And aswe lay there in the darkness
we were scared and could not even imagine the way out of this awful place. And when
no one was looking we wept in al of that loneliness.

But when morning came we raged. We raged against the bleak prophesies that
were being made for our lives. They are wrong! They arewrong! We are not crazy. We
are not like those other ones over there who have been in this hospital too long. We are
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different. We will return home and everything will be just the same. It's just a bad
dream. A temporary setback.

In time we did leave the hospital. We stood on the steps with our suitcasesin
hand. We had such courage - our youthful optimism waved like triumphant flags a a
homecoming parade. We were going to make it. We were never going to come back to
the hospital again.

Some did make it. But most of us returned home and found that nothing was the
same anymore. Our friends were frightened of us or were strangely absent. They were
overly careful when near us. Our families were distraught and torn by guilt. They had
not slept and their eyes were still swollen from the tears they cried. And we, we were
exhausted. But we were willing to try. And | swear, with all the courage we could
muster we tried to return to work and to school, we tried to pick up the pieces, and we
prayed for the strength and perseverance to keep trying. But it seemed that God turned a
deaf ear to our prayers. The terrible distress came back and our lives were shattered once

again.

And now our winter deepened into a bone chilling cold. Something began to die
in us. Something way down deep began to break. Slowly the messages of hopelessness
and stigma which so permeated the places we received treatment, began to sink in. We
slowly began to believe what was being said about us. It seemed that the system tried to
break our spirit and was more intent on gaining, even coercing our compliance, than
listening to us and our needs.

We found ourselves undergoing that dehumanizing transformation from being a
person to being an illness. "a schizophrenic", "a multiple”, "a bi-polar” (Deegan 1992).
Our personhood and sense of self continued to atrophy as we were coached by
professionals to learn to say, "I am a schizophrenic”; "l am abi-polar”; "I am a multiple".
And each time we repeated this dehumanizing litany our sense of being a person was
diminished as "the disease”" loomed as an al powerful "It", awholly Other entity, an "in-

itself" that we were taught we were powerless over.

Professionals said we were making progress because we learned to equate our
very selves with our illness. They said it was progress because we learned to say "l am a
schizophrenic”. But we felt no progress in this. We felt time was standing still. The self
we had been seemed to fade farther and farther away, like a dream that belonged to
somebody else. The future seemed bleak and empty and promised nothing but more
suffering. And the present became an endless succession of moments marked by the next
cigarette and the next.

So much of what we were suffering from was overlooked. The context of our
lives were largely ignored. The professionals who worked with us had studied the science
of physical objects, not human science. They did not understand what the neurol ogist
Oliver Sacks (1970) so clearly articulates: "To restore the human subject at the center -
the suffering, afflicted, fighting, human subject - we must deepen a case history to a
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narrative or tale; only then do we have a'who' aswell as a'what', areal person, a patient,
in relations to disease - in relations to the physical. . . the study of disease and identity
cannot be digoined. . . (stories) bring us to the very intersection of mechanism and life, to
the relation of physiological processes to biography” (p.viii). But no one asked for our
stories. Instead they thought our biographies as schizophrenics had been already been
written nearly a century before by Kraeplin and Blueler.

Y et much of what we were going through were simply human experiences -
experiences such as loss and grief and shock and fear and loneliness. One by one our
friends, relatives and perhaps even families |eft us. One by one the professionals in our
lives moved on and it became too difficult to trust anyone. One by one our dreams and
hopes were crushed. We seemed to lose everything. We felt abandoned in our ever-
deepening winter.

The weeks, the months or the years began to pass us by. Now our aging was no
longer marked by the milestones of a year's accomplishments but rather by the numbing
pain of successive failures. We tried and failed and tried and failed until it hurt too much
to try anymore. Now when we left the hospital it was not a question of would we come
back, but smply a question of when would we return. In alast, desperate attempt to
protect ourselves we gave up. We gave up trying to get well. Giving up was a solution
for us. It numbed the pain. We were willing to sacrifice enormous parts of ourselvesin
order to say "I don't care”. Our personhood continued to atrophy through this adaptive
strategy of not caring anymore. And so we sat in chairs and smoked and drank coffee
and smoked some more.. It was a high price to pay for survival. We just gave up. And
winter settled in upon us like along cold anguish.

I'm sure that many of us here today know people with psychiatric disabilities who
are lost in the winter of anguish and apathy | have just described. Itisatime of redl
darkness and despair. Just like the sea rose in January and February, it is atime when
nothing seems to be growing except the darkness itself. It isatime of giving up. Giving
up isasolution. Giving up numbs the pain because we stop asking "why and how will |
goon?'. Eventhe simplest of tasksis overwhelming at thistime. One learnsto be
helpless because that is safer than being completely hopeless.

The winter of anguish and the atrophy of the sense of self that | am describing isa
hell not only for the ones living it, but also for the one's who love and care for us: friends,
relatives and even professionals. | have described what it feels like on theinside asit is
being lived. But friends, relatives and professionals see the anguish and indifference
from the outside.

From the outside it appears that the person just isn't trying anymore. Very
frequently people who show up at clubhouses and other rehabilitation programs are
partially or totally immersed in this despair and anguish. On good days we may show up
at program sites but that's about al. We sit on the couch and smoke and drink coffee. A
lot of times we don't bother showing up at programs at all. From the outside we may
appear to be among the living dead. We appear to be apathetic, listless, lifeless. As
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professionals, friends and relatives we may think that these people are "full of excuses”,
they don't seem to try anymore, they appear to be consistently inconsistent, and it appears
that the only thing they are motivated toward is apathy. At times these people seem to fly
into wishful fantasies about magically turning their lives around. But these seem to usto
be only fantasies, a momentary refuge from chronic boredom. When the fantasy collapses
like aworn balloon, nothing has changed because no real action has been taken. Apathy
returns and the cycle of anguish continues.

Staff, family and friends have very strong reactions to the person lost in the winter
of anguish and apathy. From the outside it can be difficult to truly believe that there
really is a person over there. Faced with a person who truly seems not to care we may be
prompted to ask the question that Oliver Sacks (1970, p. 113) raises: "Do you think
William (he) has a soul? Or has he been pithed, scooped-out, de-souled, by disease?" |
put this question to each of us here today. Can the person inside become a disease? Can
schizophrenia pith or scoop-out the person so that nothing is left but the disease? Each of
us must meet the challenge of answering this question for ourselves. In answering this
guestion, the stakes are very high. Our own personhood, our own humanity is on the line
in answering this question. Let me explain:

Sitting in the day room, literally couched in a cigarette smoke screen, the
profound apathy and indifference we may encounter in another person will challenge our
own humanity and our own capacity to be compassionate. We may question whether
there really is a person over there. In such an encounter Martin Buber (1958) would
instruct us that the | - Thou relationship is challenged. If we relate to a person asif they
were a disease then we enter an | - It relationship. The I-It relationship diminishes our
own humanity. Of course, the great work that faces usis to hold the sanctity of the
person as Thou, even when the person may be lost to themselves. That is the great act of
compassion. To hold the personhood of a person even when they may be lost to
themselves. This deegpens our humanity or, to paraphrase Martin Buber - | become | by
saying Thou (p.11).

However, when faced with a person lost in anguish and apathy, there are a
number of more common responses than finding away to establish an I-Thou
relationship. A frequent response iswhat | call the "frenzied savior response”’. We have
al felt like this at one time or another in our work. The frenzied savior response goes
like this : The more listless and apathetic the person gets, the more freneticaly active we
become. The more they withdraw, the more we intrude. The more will-lessthey
become, the more willful we become. The more they give up, the harder we try. The
more despairing they become, the more we indulge in shallow optimism. The more
treatment plans they abort, the more plans we make for them. Needless to say we soon
find ourselves burnt out and exhausted. Then our anger setsin.

Our anger sets in when our best and finest expectations have been thoroughly
thwarted by the person lost in anguish and apathy. We fedl used and thoroughly
unhelpful. We are angry. Our identities as helping people are truly put to the test by
people lost in the winter of anguish and indifference. At this time it is not uncommon for
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most of us to begin to blame the person with the psychiatric disability at this point. We
say things like : "They arelazy. They are hopeless. They are not sick, they are just
manipulating. They are chronic. They need to suffer the natural consequences of their
actions. They like living thisway. They are not mad, they are bad. The problem is not
with the help we are offering, the problem is that they can't be helped. They don't want
help. They should be thrown out of this program so they can 'hit bottom'. Then they will
finally wake up and accept the good help we have been offering.”

During this period of anger and blaming a most interesting thing happens. We
begin to behave just like the person we have been trying so hard to save. Frequently at
this point staff smply give up. We enter into our own despair and anguish. Our own
personhood begins to atrophy. We too give up. We stop trying. It hurts too much to
keep trying to help the person who seems to not want help. It hurts too much to keep
trying to help and failing. It hurts too much to keep caring about them when they can't
even seem to care about themselves. At this point we collapse into our own winter of
anguish and a coldness settles into our hearts.

We are no better at living in despair than are people with psychiatric disabilities.
We cannot tolerate it so we give up too. Some of us give up by simply quitting our jobs.
We reason that high tech computers do as they are told and, besides, the pay is better.
Others of us decide not to quit, but rather we grow callous and hard of heart. We
approach our jobs like the man in the Dunkin Donuts commercial: "It's time to make the
donuts, it's time to make the donuts®. Still others of us become chronically cynical. We
float along at work like pieces of dead wood floating on the sea, watching administrators
come and go like the wesather; taking secret delight in watching one more mental health
initiative go down the tubes; and doing nothing to help change the systemin a
constructive way. These are all ways of giving up. In al these ways we live out our own

despair.

Additionally entire programs, service delivery systems and treatment models can
get caught up in this despair and anguish as well. These systems begin to behave just like
the person with a psychiatric disability who has given up hope. A system that has given
up hope spends more time screening out program participants than inviting them in.
Entry criteria become rigid and inflexible. |f you read between the lines of the entry
criteriato such programs they basically state: If you are having problems come back
when they are fixed and we will be glad to help you. Service systems that have given up
hope attempt to cope with despair and hopel essness by distancing and isolating the very
people they are supposed to be serving. Just listen to the language we use: In such mental
health systems we have "gatekeepers' whose job it isto "screen” and "divert” service
users. In fact, we actually use the language of war in our work. For instance we talk
about sending "front-line staff" into the "field" to develop treatment "strategies' for
"target populations’.

Is there another alternative? Must we respond to the anguish and apathy of people
with psychiatric disability with our own anguish and apathy? | think thereis an
aternative. The aternative to despair is hope. The aternative to apathy is care. Creating
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hope filled, care filled environments that nurture and invite growth and recovery is the
alternative.

Remember the searose? During the cold of winter when al the world was frozen
and there was no sign of spring, that seed just waited in the darkness. It just waited. It
waited for the soil to thaw. It waited for the rains to come. When the earth was splintered
with ice, that searose could not begin to grow. The environment around the sea rose had
to change before that new life could emerge and come into being.

People with psychiatric disabilities are waiting just like that sea rose waited. We
are waiting for our environments to change so that the person within us can emerge and
grow.

Those of us who have given up are not to be abandoned as "hopeless cases'. The
truth is that a some point every single person who has been diagnosed with a mental
illness passes through this time of anguish and apathy, even if only for a short while.
Remember that giving up is a solution. Giving up isaway of surviving in environments
which are desolate, oppressive places and which fail to nurture and support us. The task
that faces us is to move from just surviving, to recovering. But in order to do this, the
environments in which we are spending our time must change. | use the word
environment to include, not just the physical environment, but also the human interactive
environment that we call relationship.

From this perspective, rather than seeing us as unmotivated, apathetic, or hopeless
cases, we can be understood as people who are waiting. We never know for sure but
perhaps, just perhaps, there is a new life within a person just waiting to take root if a
secure and nurturing soil is provided. Thisisthe aternative to despair. Thisisthe
hopeful stance. Marie Balter expressed this hope when asked, "Do you think that
everybody can get better?' she responded: "It's not up to us to decide if they can or can't.
Just give everybody the chance to get better and then let them go at their own pace. And
we have to be positive - supporting their desire to live better and not always insisting on
their productivity as a measure of their success'. (Balter 1987, p.153).

So it is not our job to pass judgment on who will and will not recover from mental
illness and the spirit breaking effects of poverty, stigma, dehumanization, degradation
and learned helplessness. Rather, our job isto participate in a conspiracy of hope. Itis
our job to form a community of hope which surrounds people with psychiatric
disabilities. It isour job to create rehabilitation environments that are charged with
opportunities for self-improvement. It isour job to nurture our staff in their special
vocations of hope. It isour job to ask people with psychiatric disabilities what it is they
want and need in order to grow and then to provide them with good soil in which a new
life can secure its roots and grow. And then, finaly, it is our job to wait patiently, to Sit
with, to watch with wonder, and to witness with reverence the unfolding of another
person's life.
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That sounds good but how do we do it? | have some very concrete suggestions as
to how to enter into a conspiracy of hope and build communities of hope around people
who have lost hope.

First we must be committed to changing the environments that people are being
asked to grow in. We must recognize that real change can be quite uncomfortable and
sometimes | worry we will content ourselves with superficial change. | worry about new
and catchy words like consumer integration, empowerment, clubhouse models and
partnership. It seemsto me that over the decades we keep coming up with all kinds of
trendy words and names to call each other. For instance in the fifties it was the doctors
and the patients. In the sixties it was the staff and the clients. In the seventies it was the
providers and the consumers. In the eighties it was the staff and the members. Now in
the nineties we have "shareholders’ and the Managed Care Corporations.

Y es, the names we call each other have certainly changed. But | would argue that
the fundamental relationship between those labeled with mental illness and those who are
not, has remained essentially unchanged. There is a wise old monk who lives in the Nova
Nada community, out in Kemptville, Nova Scotia. His nameis Fr. William MacNamara.
When talking about our attempts to bring about change, he says: "It's like we keep
rearranging the chairs on the deck of the Titanic but all we really achieve through this
effort is a better view while going down". That's the big danger of simply using the
newest program designs and politically correct language. If we're not careful, all thiswill
amount to is rearranging the chairs on the deck of asinking ship. Somebody has got to
say, "Stop! Wait! Forget the catchy words. There's a big gaping hole in this boat we call
the mental health system and we are al going down with it!"

You see, | would argue that until the fundamental relationship between people
who have been psychiatrically labeled and those who have not changes, until the radical
power imbalance between usis at least equalized, until our relationships are marked by
true mutuality, until we stop using barbaric practices such as restraint and seclusion while
trying to convince people that such torture is for there own good, and until we recognize
the common ground of our shared humanity and stop the spirit breaking effects of
dehumanization in the mental health system, then that gaping hole will continue to sink
the best of our efforts.

The humaninteractive environment of mental health programs and the
community must change if people are going to move from just surviving to the journey of
recovery. We must stop exercising "power over" the people we work with. This only
produces unnecessary dependency and learned helplessness. Instead we must join with
people like Dr. Jean Baker Miller (1976) and other scholars at the Stone Center at
Welledey College. Following their lead we must begin to think in terms of having
"power with" or "creating power together" rather than having "power and control over"
the people we work with. In thisway traditional power relationships, which have
historically been so oppressive for people with psychiatric disabilities, will change.
Specifically, this means we must stop using the phrase, "l judge this to be in the client's
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best interest" and instead ask people what they want for their own lives and provide them
with the skills and support to achieve it.

We must commit ourselves to removing environmental barriers which block

people's efforts towards recovery and which keep us locked in a mode of just trying to
survive. For instance, | would suggest examining the following questions:

1.

Are the people we work with overmedicated? Very often the apathy, lack of
motivation, and indifference we observe is an effect of neuroleptics. Are we
teaching consumer/survivors about this drug effect and helping them effectively
advocate for medication changes and/or reductions? The multinational drug
industry is literally making a fortune through the sales of these drugs. Our
priority is not to increase their quarterly profit margins. Our priority isto support
people in their recovery process. It is not possible to actively participate in our
own recovery process when we are in state of drug induced mental Parkinsonism,
apathy and indifference.

Are consumer/survivors in both community based and hospital programs involved
in evaluating staff work performance? Who better knows how effective a staff
person is than those receiving services from that staff person? Additionally, are
we providing consumer survivors with the skills training and support to conduct
such evaluations?

Are program participants and hospital inpatients receiving peer skills training on
how to participate in and effectively get what they want from a treatment team?
Are we allowed to sit through the entire treatment-- planning meeting and are staff
committed to speaking in plain English so we can understand the conversation?
Arethere peer advocates who are available to come to the treatment planning
meetings with us? Are there opportunities to meet prior to the team meeting in
order to strategize what we want to get out of the meeting and how to go about
presenting our ideas? |s there time to role-play speaking up and dealing with
guestions prior to the treatment-planning meeting?

Are there separate toilets or eating space for staff and program participants? If
there are, they should be eliminated. Thisis called segregation and creates
second-class citizens.

Who can use the phones? Who makes what decisions? Who has the real power
in this program? Information is power and having access to information is
empowering. What are the barriers to getting information in the program?

Do we understand that people with psychiatric disabilities possess valuable
knowledge and expertise as aresult of their experience? Do we nurture this
important human resource? Are peer run, mutual help groups available? Are we
actively seeking to hire people with psychiatric disabilities and to provide the
supports and accommodation they may request?

10
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7.

10.

Have we created environments in which it is possible for staff people to be human
beings with human hearts? Do we offer supervision or staff surveillance?
Perhaps we could help create more humanized work environments if we sought to
view working with people as a journey in which we both move and are moved by
the people we seek to serve. Perhaps we could offer our workers what Jean
Vanier (1988) calls "accompaniment”. Accompaniment means offering to walk
with our staff asthey make that sometimes painful, sometimes joyous journey of
the heart we call the "direct care relationship”. Directly caring. Ah! Now there's
true change.

Do we work in a system which rewards passivity, obedience and compliance? Is
compliance seen asa desirable outcome? As a friend who is a consumer/survivor
told me, "Tell those casemanagers that they have it al wrong. Tell them to stop
saying that compliance is the road to independence’. And indeed, compliance is
not the road to independence. Learning to become self-determining is an outcome
that is indicative of environments that support opportunities for recovery and
empowerment.

Have we embraced the concept of the "dignity of risk" and the "right to failure"?
"Chronically normal people’ (CNP's!), or people who have not been
psychiatrically labeled, are alowed to make dumb, uninsightful decisions all the
time in their lives. My favorite example is Elizabeth Taylor who just got her
eighth divorce. We might say, "She lacks insight! She isfailing to learn from
past experience!" However, when she embarks on marriage #9, no SWAT team of
nurses with Prolixin injections will descend upon her "in her best interest”. But
just imagine if a person with a psychiatric disability were to announce to their
treatment team that they were about to get married for the 9th time! People learn,
and sometimes don't learn from failures. We must be careful to distinguish
between a person making (from our perspective) a dumb or self- defeating choice,
and apersonwho istruly at risk.

Are there opportunities within the mental health system for people to truly
improve their lives? Are there arange of affordable, normal housing situations
from which people can choose a placeto live? Isthere work available? A person
who just recently went back to work after many years of hospitalization said to
me, "What's al this talk about empowerment? | can tell you the definition of
empowerment: "It's a decent paycheck at the end of the week".

These are just some suggestions about how to create environments in which it is

possible for people to grow.

Then, as we build these hope filled environments, we must recognize that people

with psychiatric disabilities do not "get rehabilitated” in the same sense that cars "get
tuned up" (Deegan 1988). We are not passive objects which professionals are
responsible for "rehabilitating”. Many of us find this connotation of the word

11
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rehabilitation to be oppressive. We are not objects to be acted on. Rather we are fully
human subjects who can act, and in acting can change our situation.

We are not objects to be fixed. Such a connotation robs us of our own sense of
autonomy and self-determination. It places responsibility in the wrong place. It
perpetuates the myth that we are not and cannot be responsible for our own lives,
decisions and choices.

The truth is that nobody has the power to rehabilitate anybody else'slife. Thisis
clearly evidenced in the fact that we can make the finest and most advanced rehabilitation
technol ogies and programs available to people with disabilities and till fail to help them.
Asitissad, "You can lead a horse to water but you can't make it drink". Something
more than just good services is needed. That "something more" iswhat | cal recovery.

The concept of recovery differs from that of rehabilitation in as much as it
emphasizes that people are responsible for their own lives and that we can take a stand
toward our disability and what is distressing to us. We need not be passive victims. We
need not be "afflicted”. We can become responsible agents in our own recovery process.
That iswhy it is so dangerous to reduce a person to being anillness. If weinsist that a
person learn to say, "I am a schizophrenic”, then in essence we are insisting that the
person equate their personhood with illness. Through such a dehumanizing reduction the
disease takes on what is called a "master status' in terms of identity. Thus when a person
learns to believe "I am a schizophrenic”, when their identity is synonymous with a
disease, then there is no one l€eft inside to take on the enormous work of recovery. That is
why we must always help people to use person first language i.e., | am a person labeled
with schizophrenia; | am a person diagnosed with mental illness, etc. Person first
language aways reminds us that first and foremost we are human beings who can take a
stand toward what is distressing to us.

Each person's journey of recovery is unique. Indeed, each of us must discover for
ourselves what promotes our recovery and what does not. Some of us find that
intermittent or ongoing treatment is an important part of our recovery process. However
others find that they no longer require mental health services and leave the system
entirely (Ogawa, 1987)

For some of us who have historically used or abused drugs of alcohol, or who
have grown up in acohaolic families, or who have survived childhood sexual, emotional
and/or physical abuse, participation in various self help and twelve step programs may
play avita rolein our recovery process.

Many of usfind that social and vocational rehabilitation programs offer us unique
opportunities and we use these services as part of our recovery process. Most of usfind
that developing friendships based on love and mutual respect is very important to our
recovery. Of course, permanent, affordable and fully integrated housing is fundamental
to the recovery process. Many of usfind that participating in a spiritual community of
our choice gives us the strength and hope to keep working hard in our recovery process.

12
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Finally, many of usfind it important to participate in consumer/survivor run
support networks and advocacy groups in an effort to help change the mental health
system, to establish alternatives to traditional services, to make government aware of our
needs, to fight for our full civil rights and to collectively struggle for socia justice. In
fact, | use the term recovery to refer not only to the process of recovering from mental
illness, but also to refer to recovering from the effects of poverty, second class
citizenship, internalized stigma, abuse and trauma sustained at the hands of some
"helping professionals’, and the spirit breaking effects of the mental health system.
Indeed, self help ard social action cannot be arbitrarily separated. At some point helping
ourselves includes joining together as a group to fight the injustices that devalue us and
keep us in the position of second class citizens.

Recovery does not refer to an end product or result. It does not mean that oneis
"cured" nor does not mean that one is simply stabilized or maintained in the community.
Recovery often involves a transformation of the self wherein one both accepts ones
limitation and discovers a new world of possibility. Thisis the paradox of recovery i.e.,
that in accepting what we cannot do or be, we begin to discover who we can be and what
we can do. Thus, recovery isaprocess. Itisaway of life. Itisan attitude and away of
approaching the day's challenges. It is not a perfectly linear process. Like the searose,
recovery has its seasons, its time of downward growth into the darkness to secure new
roots and then the times of breaking out into the sunlight. But most of all recovery isa
slow, deliberate process that occurs by poking through one little grain of sand at atime.

As the sea rose teaches us, the work of growth is dow and difficult but the result
is beautiful and wondrous. We have chosen very difficult work. Sometimes | think we
are a little weird for choosing this line of work. | mean, computers don't ask that we
grow and the pay is certainly better. But we stick with this work and are faithful to it.
Why? Because we are part of a conspiracy of hope and we see in the face of each person
with a psychiatric disability alife that is just waiting for good soil in which to grow. We
are committed to creating that good soil. And so | celebrate you. | celebrate the strong
and fiercely tenacious spirit of people with psychiatric disabilities. | celebrate the person
within each of us. | celebrate hope. | celebrate our conspiracy. And | think we all
deserve around of applause. Thank youl!

13



Recovery and the Conspiracy of Hope
© Patricia E. Deegan Ph.D. 1996

References

Balter, M. & Katz, R. (1987). Sing no sad songs: The Marie Balter Story. The Balter
Institute, Ipswich MA.

Buber, M. (1958). | and Thou (Trans. By Ronald Gregor Smith). New Y ork: Charles
Scribner's Sons.

Deegan, P. (1992). The Independent Living Movement and people with psychiatric

disabilities : Taking back control over our own lives. Psychosocial Rehabilitation

Journal. 15, 3-19.

Deegan, P. (1990). Spirit breaking: When the helping professions hurt. The Humanistic
Psychologist 18 (3), 301-313.

Deegan, P. (1988). Recovery : The lived experience of rehabilitation. Psychosocial
Rehabilitation Journal XI (4), 11 - 19.

Miller, J.B. (1976). Toward a new psychology of women. Boston : Beacon Press.
Ogawa, K., Miya, M., Watarai, A., Nakazawa, M., Yuasa, S., & UtenaH. (1987). "A
long-term follow-up study of schizophreniain Japan - with special reference to

the course of social adjustment. British Journal of Psychiatry, 151, 758-765.

Sacks, O. (1970). The man who mistook hiswife for a hat and other clinical tales. New
York, Harper & Row

Vanier, J. (1988). The broken body: Journey to wholeness. New Y ork: Paulist Press.

14



British Journal of Psychiatry (1995), 167, 331-342

The Maine and Vermont Three-Decade Studies of Serious Mental Illness

I. Matched Comparison of Cross-Sectional Outcome

MICHAEL J. DeSISTO, COURTENAY M. HARDING, RODNEY V. McCORMICK,
TAKAMARU ASHIKAGA and GEORGE W. BROOKS

Background. This study compared long-term outcome of serious mental illness in two states
using a matched design to assess-psychiatric rehabilitation programmes; Vermont subjects
participated in a model psychiatric rehabilitation programme, while the Maine group received
more traditional care.

Method. Maine and Vermont subjects (n=269) were matched by age, sex, diagnosis, and
chronicity. Demographic, iliness, and life history information were abstracted from hospital
records by clinicians blind to outcome. DSM-II| criteria were applied retrospectively. Qutcome
was assessed by clinicians blind to history.

Resuits. Vermont subjects alive at follow-up (n=180) were more productive {P<0.0009),
had fewer symptoms (P<0.002), better community adjustment (P<0.001) and global
functioning {P<0.0001) than Maine subjects (n=119).

Conclusions. Outcome differences may be due to Vermont’s model programme and a policy
of allowing an earlier opportunity for community life.

Long-term studies of serious mental illness have
provided a clearer understanding of the wide hetero-
geneity of outcome that is possible (Huber et al,
1975; Ciompi & Miiller, 1976; Bleuler, 1978; Tsuang
et al, 1979; Harding et al, 1987a,b). This appreciation
has been especially helpful for schizophrenia, which,
until recently, had been thought to be defined by a
uniformly poor outcome (Kraepelin, 1902; American
Psychiatric Association, 1980). However, comparing
long-term studies is difficult owing to differences of
method concerning, for example: diagnostic criteria,
outcome definitions, instrumentation, strategies for
missing and deceased subjects, protocols for collection
of follow-up information, and treatment’ eras
(Strauss & Carpenter, 1972; Angst, 1988;
McGlashan, 1988).

To address some of the above issues, this paper
compares the long-term outcome of matched groups
from two recent long-term studies in the USA. The
average length of follow-up for Vermont and Maine
subjects was 32 years (Harding et a/, 1987a,b) and
36 years, respectively. Identical protocols and instru-
mentation were used, along with reliability studies.
The Vermont subjects participated in a model re-
habilitation programme (Chittick et a/, 1961), while the
Maine group received traditional in-patient treatment
and aftercare (DeSisto et al, 1991). A major aim of
the study was to determine the effect of Vermont’s
rehabilitation programme. The study relied on a quasi-
experimental design which used group matching and
covariance procedures to control for the effect of
policy and unmatched group differences.

Background to the study

The foundation for this work was established over 30
years ago. Before the policy of deinstitutionalisation,
mental health centres, and entitlement programmes,
Vermont’s State Hospital and the Vocational Re-
habilitation Division jointly initiated a pioneering
rehabilitation programme (Chittick et a/, 1961). The
programme was comprehensive and eclectic (Harding

et al, 1987a,b). Concepts from social psychiatry were

integrated with those from medicine and vocational
rehabilitation. All services were organised around the
goal of self-sufficiency. New strategies were used in
the hospital which included ‘blurring of roles’,
intensified relationships, and new expectations for
both patients and staff. Vocational rehabilitation
provided new community residences, work options,
and case management. Continuity of care across
settings was assured as teams of hospital and
vocational workers established halfway houses,
found job openings, made job placements, and
linked patients to natural supports in the community.
The programme created a comprehensive system of
care before the creation of community mental health
centres and community support systems.

The early 1980s follow-up

In the early 1980s, Harding et al (1987a,b) assessed
the long-term outcome of the Vermont cohort at an
average of 32 years after first admission. Of the
original 269 patients, 262 (97%) were traced.
Outcome for the cohort was widely heterogeneous.
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Of those interviewed, 55% were rated as having little
or no social impairment, were asymptomatic, had
close relationships, were employed or otherwise
productive, and were living independently. Sixty-
eight per cent were rated as functioning ‘pretty well’,
defined as a score over 61 on the Global Assessment
Scale (GAS; Endicott et al, 1976). These findings
raised questions about whether the favourable
outcome was due to the rehabilitation programme
(Chittick et al, 1961), Vermont’s rural environment
(Zubin, 1985), or the characteristics of the Vermont
sample (McGlashan, 1988, and corrected McGlashan,
1991).

A detailed historical comparison of the evolution
of the Maine and Vermont mental health systems
revealed that Maine did not develop a comprehensive
rehabilitation programme that was linked to the
depopulation of its hospital. Instead, Maine patients
received more ‘traditional care’, in the form of
modern drug treatment (beginning in 1955-56)
and aftercare (provided first by hospital social
workers and then by community mental health
centres), with little or no involvement in vocational
rehabilitation. Also, the development of alternative
residences, such as community halfway houses, came
16 years after that in Vermont (DeSisto et al, 1991).
Since the sociocultural composition of rural
Maine and Vermont appeared similar, in order
to explore outcome correlates, a cohort in rural
Maine, matched to Vermont patients by age, sex,
diagnosis, and length of hospital stay, was followed
with the same protocol developed by Harding et a/
(1987a). '

Method

Subjects

All of the over 8000 summary cards for Maine
hospital admissions were screened to exclude patients
_born before 1890, those with organic, drug and
alcohol disorders, those on criminal mandates, and
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those not admitted between 1956 and 1961. This
period represented the treatment era during which
persons were referred and discharged from the
Vermont rehabilitation programme.

This strategy resulted in a pool of 1944 possible
matches for the Vermont subjects. Exact matching by
sex, diagnosis, and age was conducted, followed
by closest matching on hospital stay (Table 1). In each
group there were 125 men and 144 women, and 190
subjects had schizophrenia according to DSM-II
criteria (American Psychiatric Association, 1968), 9 had
schizoaffective disorder, 20 had affective disorders,
and 50 had other disorders.

Field work

Vermont’s protocols, instrumentation, and standard-
ised procedures were used (Harding ef al, 19874). To
assure comparability between states, a Vermont
clinician field worker (PL) trained the two Maine field
workers in the interview process. Two inter-rater
reliability trials were conducted between the Maine
clinicians (with 48 subjects) and between the two
Maine clinicians and the Vermont clinician (with 20
subjects). The overall kappa (Fleiss, 1973) agreement
for the Maine data set was 0.71, while the overall
agreement between Maine and Vermont was 0.61.

The clinician field workers, blind to record
information, conducted two interviews about one
week apart in each subject’s place of residence. The
first interview involved an assessment of current
functioning across outcome domains. The second
interview involved a structured year-by-year docu-
mentation of domains in a life-chart format (Leighton
& Leighton, 1949; Meyer, 1951; Harding et a!, 1989).
Relatives, friends, and carers of live and deceased
subjects were also interviewed. Death certificates
validated status. In order to obtain a more balanced
view of the long-term course for the entire cohort,
a surrogate instrument for deceased subjects was
used to document the lives and levels of functioning
until the time of death. .

Table 1
Comparisons of matching variables
Variable Mean Standard Mean t value P value No. of
deviation difference cases

Year of birth

Maine 1918 10.74

Vermont 1919 10.81 -0.08 -0.54 0.59 269
Time in hospital to January 1961 (months)

Maine 88.69 68.47

Vermont' 90.36 84.45 -1.67 0.58 0.56 267

1. Time in hospital for two Vermont cases (4 and 94) was not available at the time of this analysis.
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Record review

Two Maine clinicians, blind to outcome, were trained
by a Vermont clinician record reviewer (JF) to extract
information for all admissions using Vermont
protocols. Each record was reviewed independently,
and then rated jointly to achieve a consensus between
the clinicians. The reliability of the record review
data for Maine was determined using two separate
ratings, conducted six months apart, of the index
admission and life history sections of the Hospital
Record Review Form for 21 randomly selected cases.
Kappas were 0.54 for index admission and 0.76 for
the life history section.

DSM-III rediagnosis

Following the Vermont protocols, primary case
records for the index hospital admission, from which
all references to diagnosis were deleted, were used by
blinded psychiatrists to assign DSM-III (APA, 1980)
diagnoses to all Maine patients. Kappa inter-rater
reliability for classification of cases as schizophrenia;
schizoaffective disorder, affective disorder, or other
for 40 randomly selected cases was 0.69 for Maine
and 0.65 for Vermont. Kappa levels for classification

of cases as schizophrenia or not schizophrenia were

0.69 for Maine and 0.78 for Vermont.

Reliability of individual variables

Of the 40 individual variables reported here, 10
(25%) showed very good inter-rater agreement
(kappa range 0.81-1.00), 23 (58%) good agreement
(kappa range 0.61-0.80), 5 (12%) moderate agree-
ment (kappa range 0.41-0.60), and 2 (5%) only fair
agreement (0.21-0.40). Variables showing moderate
and fair agreement included: social ratings (frequency
of social contacts, number of social relations, degree
of interdependence in social relationships); symptom
ratings (verifiable delusion or hallucination,
symptoms in past month); the person’s awareness
of any abnormal involuntary movements; and the
ratings of number of years the person was compliant
with prescribed medication.

Construction, internal consistency, and reliability

Of the outcome scale battery of interview instruments
-the Vermont Community Questionnaire-Cross-
sectional (VCQ-C; Harding & Brooks, 1984; Harding
et al, 1987a) - was used to assess current functioning.
It was constructed by combining 15 established scales
described in the literature. The items from these
scales were organised across the domains of residence,
work, finances, social functioning, social supports,
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weekly activities, self-care, use of treatment/social
services, satisfaction, environmental stressors, com-
petence, and psychopathology.

Outcome scales for self-care (‘Do-for-self”),
‘Work’, ‘Social functioning’, and ‘Symptoms’ were
constructed by adding items after dichotomisation.
The Appendix summarises the items used to
construct the scales. Cronbach’s « coefficients
(Cronbach, 1951) demonstrated good internal con-
sistency, with values ranging from 0.74 to 0.89.

In addition to the constructed scales, the GAS was
used as a measure of overall functioning, the
Community Adjustment Scale (CAS; Harding &
Brooks, 1986) was employed to assess adjustment
to life in the community, and the Mini-Mental State
Examination (MMSE; Folstein et al, 1975) was used
to measure overall cognitive functioning.

The reliability of the GAS, CAS, and MMSE, and
the constructed scales, was assessed using the
intraclass correlation coefficient (ICC; Bartko,
1966). Coefficients between the one Vermont
clinician interviewer who trained the Maine team and
between each of the two Maine clinician interviewers
for all the outcome scales (20 cases) ranged from 0.75
to 0.98 (P<0.0001).

Regression analysis (Pedhazur, 1982) was used to
determine the contribution of differences in
important unmatched variables and to make co-
variance adjustments. The covariates used included
the matching variables, variables listed in Table 3,
and the interaction terms of the grouping variable
(state) with each covariate. The scores for each
covariate were standardised to z scores using the
grand means for the combined samples. Since all
covariates were transformed to z scores, the
regression coefficient for the grouping variable, state,
was the difference in the outcome variable adjusted
to the grand mean of the covariate.

Results

Status of the cohorts at follow-up

Table 2 shows the status of the Vermont and Maine
subjects at follow-up. Both cohorts showed attrition
by death, more so in Maine because follow-up was
seven years later.

The remainder of this report focuses on outcome
comparisons of the subjects who were interviewed at
follow-up. A separate paper will describe the
trajectories for deceased subjects. However, the
assumption that the most severely ill subjects died first,
leaving a group better suited for recovery, was tested
first by comparing the matching variables and co-
variates of all 299 alive and all 191 deceased subjects.
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Table 2 Table 3
Status of the 269 Maine and 269 Vermont probands at  Comparisons of matching variables and covariates from
follow-up interviewed subjects
Vermont Maine Vermont  Maine tvalue d.f.} P
n (%) n (%) (n=180) (=119} value
Interviewed 180 (66)' 119 (44)  Hospital stay {months)
Deceased; family and significant mean 87.7 78.6 1.06 296.0 0.29
others interviewed 71 (26) 120 (45) s.d. 87.1 61.0
Alive; refused participation 11 (5) 14 (5}  Year of birth
Not located 7 (3 16 (6) mean 1921 1822 -1.43 259.3 0.15
Total 269 (100) 269 {100} s.d. 10.3 9.9
Sex?
1. The data files used in the extensive analyses for this report mean } 1.51 154 -0.45 253.0 0.65
include data for two Vermont subjects who completed the interviews s.d. 0.50 0.50
but who then withdrew from participation in the study. The University Diagnosis’
of Vermont Institutional Review Board determined that since these
vl . mean 1.54 1.64 -1.73 259.0 0.09
persons were not identifiable in any way and had consented to be 50 0.48
interviewed, but then withdrew, the data from the interviews could s.d. X 0. '
be used in these analyses without harm to the subjects. Index year of discharge
mean 1961 1964 -5.08 185.1 0.0001
s.d. 4.6 6.9
There were no diff cept that the deceased E9ucaton*
€ T€ no dilierences excep € decease mean 1.84 1.34  4.89 269.2 0.0001
group was almost six years older (t= -—-6.34, s.d. 0.91 0.83
P<0.0001) and had more subjects with DSM-III  usban/rural origin®
schizophrenia (f=2.23, P<0.02). An analysis of  mean 3.09 216 6.44 262.3 0.0001
variance with age and diagnosis entered as covariates A sl:- . 126 119
cute onse
was then used to compare the GAS and the C_AS mean 0.19 039 -3.72 2155 0.0003
scores by state (Maine, Vermont) and status (alive, s.d. 0.40 0.49
deceased). There was no difference between the alive  jnterview year”
and deceased for the GAS (F=0.130, P=0.718) or mean 1981 1988 -156 303.0 0.0001
the CAS (F=0.319, P=0.573). However, Vermont c Si'd- stra '?-'ie 0.32
subjects had higher GAS (F=67.64, P< 0.0001) and ather Industnial worker
CAS scores (F=44.67, P<0.0001). There were no :‘:a" 8;2 833 -3.35 2065 0.001
significant differences in the survival rates of the gconomic status®
cohorts as measured by the Lee-Desu statistic (1.690, mean 0.72 0.70  0.38 260.0 0.70
d.f.=1, P=0.194). . sd. 0.48 0.46

Matching variables and covariate comparisons

Table 3 shows the comparisons for 119 Maine and
180 Vermont subjects interviewed at follow-up for
the matching variables and other covariates. As
expected, there were no significant differences
between the cohorts in the matching variables, and
in economic status rated at index admission.
However, Vermont subjects were discharged three
years earlier from the index hospital stay (P=
0.0001), and were better educated than Maine
subjects (P=0.0001). More Vermont subjects had
a rural origin (P=0.0001), while more Maine
subjects came from small cities. As a result, more
fathers of Maine subjects were industrial workers.
In addition, more Maine subjects had an acute onset
of illness (P=0.0003). Finally, outcome data for the
Vermont subjects were gathered seven years before
the Maine data, so there was a significant seven-year
difference in follow-up year (P=0.0001).

1. Fractional d.f. based upon unequal variance f-test.

2. 1=male, 2=female.

3. 1=DSM-schizophrenia, 2 =not schizophrenia.

4. O=none, 1=primary, 2=secondary, 3=post-secondary,
4 = college. Data not available for seven Vermont patients.

5. 1=metropolitan, 2=small urban, 3=farm, 4= village,
5 =isolated. Data not available for one Vermont subject.

6. O=no, 1=vyes.

7. Not used for matching 1-1 overlap.

8. O=no, 1=vyes.

9. 1=low, 2=middle, 3=high. Data not available for two Vermont
and one Maine subjects.

Outcome comparisons

Do-for-self

Younger and better-educated subjects, and subjects
discharged earlier, did more for themselves at follow-
up in both Maine and Vermont. There was no
significant difference between the states in self-
care, over and above these covariates (1= —0.81,
P=0.421). i
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Table 4
Maine and Vermont independent sample covariance analysis'
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Qutcome variables

Work Do-for-self Social Symptoms CAS MMSE GAS
functioning
Adjusted comparisons -3.35 -0.81 -1.43 -3.10 -3.3 0.89 -4.73
1=VT, 2=ME 0.0009 0.421 0.153 0.0021 0.0011 0.37 <0.0001
Covariates
Diagnosis - - 2.12 - 3.12 2.21 -
0.035 0.002 0.028
Sex - - - 2.53 - - - -
0.012
Hospital stay - - - -2.45 -2.80 4.69 -3.28
0.015 0.0055 <0.0001 <0.0012
Year of birth 4.34 3.82 4.44 - - -4.70 -1.68
<0.0001 0.0002 <0.0001 <0.0001 0.094
index year of discharge -2.43 -6.58 ~5.05 -5.59 -3.61 - -5.20
0.016 <0.0001 <0.0001 <0.0001 0.0004 <0.0001
Education 2.38 2.33 2.18 - 212 -6.25 -
0.018 0.021 0.030 0.035 <0.0001
Urban/rural origin - - - - - - -
Acute onset - - - - -2.89 - -2.40
0.0041 0.017
Father industrial worker - - - - - - -
Economic status - - - - - - -
Interaction terms
State year of birth - - - - - - 2.35
0.020
State hospital stay - - - - - - 2.2
0.028
State index year of discharge - - - - 2.36 - -
0.019
State acute onset - - - - 2.82 - 2.35
0.0052 0.020
Model statistics .
16.9% 23.8% 23.1% 22.2% 31.1% 37.5% 32.2%
Error d.f. 287 287 285 295 283 238 290
F ' 14.55 22.5 14.26 28.11 156.95 28.62 17.2
P <0.0001 <0.0001 <0.0001 <0.0001 <0.0001  <0.0001  <0.0001

1. Maine and Vermont combined into one sample, covariates standardised to Z scores, t values, and probabilities. The covariates and
interaction terms are listed on the left and outcome variables are listed across the top. Model statistics are presented on the bottom. Final

state comparisons are displayed in the first row.

. Work

Younger and better-educated subjects and subjects
discharged earlier in both states were doing more
work at follow-up. However, there was still a ‘state’
effect over and above these covariates (f= -3.35,
P <0.0009), with more Vermont subjects (n=79,
47%, compared with n=31, 26%, for Maine)
working in some capacity at follow-up.

Social functioning

In both states, women, DSM-III non-schizophrenic
subjects, younger subjects, better-educated subjects,
and subjects discharged earlier received higher ratings
of social functioning. There was no significant

difference in social functioning between the states
over and above these covariates (/= — 1.43, P=0.153).

Symptoms

Subjects discharged earlier and those with a shorter
hospital stay had fewer symptoms, regardless of
state. There was still a significant difference between
the states over and above these covariates, with
Vermont subjects displaying fewer symptoms at
follow-up (t= -3.10, P<0.002).

MMSE

Younger, better-educated subjects, those with a
shorter hospital stay, and those with a DSM-III
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diagnosis of schizophrenia from both states
had better cognitive functioning. There was no
significant difference in cognitive functioning

between the states over and above these covariates
(t=0.89, P=0.37).

CAS

Better-educated subjects, non-DSM-III schizophrenic
subjects, and subjects with a shorter hospital stay
showed better community adjustment at follow-up.
Overall, subjects discharged earlier had a better
community adjustment, but this effect was stronger
in Vermont than Maine (state by year of discharge
interaction shows an ordinal relationship). Acute
onset was associated with poorer community adjust-
ment in Vermont and better community adjustment
in Maine. There was still a significant difference in
community adjustment between the states over and
above these covariates (f= —3.31, P<0.001), with
Vermont subjects displaying better adjustment at
follow-up.

GAS

Subjects discharged earlier, regardless of state, had
better global functioning. In Maine, but not
in Vermont, younger subjects had better global
functioning (state by year of birth and state by
hospital-stay interactions). In Vermont, but not in
Maine, subjects with a longer index hospital stay had
worse global functioning. In Vermont, acute onset
was once again associated with poorer global
functioning, while in Maine, acute onset was
associated with better global functioning (state by
acute-onset interaction). However, there was a
significant difference in global functioning between
the states over and above these covariates (t=-4.73,
P<0.0001). Of the Vermont subjects, 68% (114)
were functioning at least ‘pretty well’ (GAS score
>61) compared with 49% (58) for Maine.

Discussion

This study represents the first attempt to conduct a
long-term outcome comparison between states using
matched samples and the same protocols. Several
elements of the method that are keys to interpreting
any differences in outcome have been included, such
as: sample definitions; operationally defined diag-
nostic criteria; multiple demographic, predictor, and
outcome measures; blind ratings of illness and out-
come factors; and reliability testing.

However, there are several caveats to consider: (a)
a distinct bias toward long-stay patients; (b) reported
moderate response to phenothiazines in Vermont
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and undetermined response in Maine; (c) both
present-state and retrospective data elements in
Maine and Vermont; (d) clinical referral of known
‘back-ward’ patients to the rehabilitation programme
in Vermont; and (e) computer matching on only a
few key variables in Maine. Also, a retrospective,
but necessary, modern rediagnosis for both cohorts
from clinical records was conducted.

Vermont subjects functioned significantly better
at follow-up across all the domains studied, except
cognitive functioning, which was the same. These
initial differences were modulated when differences
in unmatched subject variables and the major policy
difference between the states, index year of
discharge, were covaried. After adjustment for these
differences, Vermont subjects still displayed greater
productivity, better adjustment to the community,
and better global functioning.

The regression models for the adjusted comparisons
show that different combinations of subject variables
were linked to specific outcome domains. For
example, subjects with more education had better
cognitive and social functioning and better work
records. Subjects with more education and less time
in hospital had better community adjustment. The
goal of this study was not prediction of outcome but
instead control of differences in subject variables to
determine the effect of the Vermont programme on
outcome. However, the data support the notion that
predictors of outcome vary according to the outcome
domain studied (McGlashan, 1986).

The analysis examined the relationship between the
original matching variables - age, sex, diagnosis, and
length of hospital stay — and the outcome domains
studied. Younger subjects from both states had better
cognitive functioning than older subjects. Also, in
Maine but not in Vermont, younger subjects had
better global functioning at follow-up. However,
follow-up in Maine was seven years later than in
Vermont. This allowed the effects of age on
functioning to become more pronounced for Maine
subjects. Women had better social functioning. This
relationship between sex and social outcome has been
found by other investigators (e.g. McGlashan
& Bardenstein, 1990). Better-educated and non-
schizophrenic subjects and those with less time in
hospital showed better community adjustment. Non-
schizophrenic subjects in both states displayed better
social functioning at follow-up. The better cognitive
functioning for subjects with a DSM-III diagnosis
of schizophrenia is due to the inclusion of 23 subjects
in each state with an organic diagnosis among the
non-DSM-III schizophrenic group. These subjects
had been removed in the data analysis for Vermont
(Harding et al, 1987a,b). Finally, subjects from
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both states with less time in hospital had fewer
symptoms and better community adjustment at
follow-up.

Given these findings, what was the effect of the
Vermont rehabilitation programme on outcome?
Can the case be made that the adjusted differences
were the result of Vermont’s model programme, the
hallmarks of which were the early opportunity to
adapt to living and working in the community and
the long-term continuity of care?

First, Vermont subjects had fewer symptoms than
Maine subjects at follow-up. The initial impetus for
Vermont’s model programme was the rehabilitation
of a group of ‘back-ward’ patients who had made
only a modest response to treatment with chlor-
promazine (Brooks, 1956). In fact, 178 other
patients had responded to the new drug therapy and
were released - leaving behind the 269 members of
the Vermont cohort. Thus, the Vermont sample
was selected clinically, while the Maine sample was
selected by computer matching, and thus the drug-
responsiveness of subjects in Maine was not known
beforehand. This sampling. difference may have
resulted in the difference in symptoms (Vermonter
subjects less ill) 30 years later. However, the Maine
cohort was also selected from the bottom third
(longer-stay) of the hospital population. A controlled
look at the question of early drug responsiveness on
long-term course and outcome is a question for
future studies. :

Vermont subjects had a better work outcome. The
major policy difference between the states, index year
of discharge, was entered by the regression analysis
as an adjuster for all domains except work and
cognitive functioning. Are the robust differences in
work outcome the result of the Vermont programme,
with its emphasis on vocational rehabilitation and
the opportunity to work? Are the differences the
result of the selection of already good workers for
rehabilitation in Vermont (erroneously suggested and
corrected by McGlashan, 1991)? Was there a
difference in the work ethic between the states, or
the availability of jobs and other sociocultural
factors? The evidence suggests that the differences
in work outcome are not due to differences in socio-
cultural factors or work ethic between the states.
More Vermont subjects came from family farms or
small towns and more Maine subjects came from
small cities and had fathers who were unskilled or
semiskilled industrial workers. However, there was
no significant statistical difference in the percentage
of the samples that were ever employed before index
admission (83% for Maine and 72% for Vermont).
Unskilled industrial or service work accounted for
most of the jobs in both states. Further, Vermont
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subjects worked more in agriculture and skilled
clerical or craftsman jobs. Therefore, it does not
appear that work ethic or opportunity can account
for the differences in work outcome. It is possible
that in Vermont patient selection was based partly
on favourable industrial work in Vermont, but most
literature does not support the notion that this form
of work therapy has any effect on community work
at follow-up (e.g. Kunce, 1970). Even if this were
not the case, and although Maine subjects were not
selected on the basis of hospital work performance,
82% of them were involved in hospital work, with
10% in highly skilled jobs. Perhaps the most
convincing evidence against a subject-selection
explanation for the observed differences in work
outcome is that the difference is mainly the
result of a difference in volunteer work and not paid
work. The Vermont programme specifically targeted
boarding home residents for volunteer work. This
suggests that there may have been a greater effect of
the programme on more poorly functioning patients.

To summarise, the results suggest that differences
in outcome between the states were the result of
several factors. However, even after covariance
adjustments, Vermont subjects were more productive,
had fewer symptoms, and displayed better overall
functioning and community adjustment. While it is
always possible that other, unknown differences
contributed to the differences in outcome, it can be
argued that the differences in outcome are likely to
be attributable to the Vermont programme, since it
provided an opportunity for community adaptation
in the context of an array of residential, work, and
social opportunities which were all managed to ensure
continuity. The analysis of differences in the long-
term course trajectories discussed in part II adds
further support for this conclusion.

Appendix

Listing of outcome scale variables

Do-for-self. Get around on own; buy own groceries; cook
for self; do own laundry; shop for clothes; housekeeping;
manage own money; independence. Alpha =0.89 for Maine
and 0.85 for Vermont.

Work. Volunteer work; hours per week volunteer; hours
per week for pay; employment status in past month;
quantity of useful work in past year. Alpha =0.84 for Maine
and 0.74 for Vermont. .

Social functioning. Interdependence in relationships; degree
of social activity; quality of companionship; relations with
children; relations with relatives; relations with friends;
number of social relations; fullness of life. Alpha=0.85
for Maine and 0.89 for Vermont.

Symptoms. Emotional withdrawal; conceptual dis-
organisation, guilt feelings; mannerisms/posturing;
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grandiosity; depressed mood; hostility; hallucinatory psychopathology; valid/verifiable hallucinations or delusions;
behaviour; unusual thought content; blunted affect; absence of symptoms in past month. Alpha=0.76 for
disorientation; auditory hallucinations; rating of degree of = Maine and 0.81 for Vermont.
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The ‘Maine and Vermont Three-Decade Studies of
Serious Mental Illness
II. Longitudinal Course Comparisons

MICHAEL DeSISTO, COURTENAY M. HARDING, RODNEY V. McCORMICK,
TAKAMARU ASHIKAGA and GEORGE W. BROOKS

Background. This paper supplements the cross-sectional outcome comparisons of the
companion paper by providing a brief account of the longitudinal courses of the Maine and
Vermont samples across several outcome domains.

Method. A Life Chart method was used to document changes in individual lives over the
domains of residence, work, income source, and use of community resources over a 20-year
period. Reliability studies between states were conducted.

Results. Throughout much of the period, more Vermont subjects lived independently, were
working, and were less likely to use community resources compared to Maine subjects.
Conclusions. Differences in both policies and programmes contributed to course differences
between the groups. System characteristics that may lead to better outcomes are discussed.

The companion paper has demonstrated major
outcome differences between the Maine and Vermont
groups. This paper fills out these statistical outcome
differences by providing a more detailed descriptive
comparison of the longitudinal courses of the two
samples across several outcome domains.

The evolution of developments in each state are
also documented to account for policy and
programme events extraneous to the rehabilitation
programme (DeSisto ef al, 1991). These events are
then overlaid with the longitudinal course data for

both groups to study the interplay between the

natural history of individuals and the systems of care.

Methods and procedures

A modified version of the Meyer~Leighton Life
Chart (Leighton & Leighton, 1949; Meyer, 1951) was
used to document retrospectively the yearly course
of several life domains for each subject. The entire
instrument battery has been described previously
(Harding et al, 19874). The Life Chart (Harding
et al, 1981) documented cohort statuses over a
32-year period in Vermont and a 36-year period in
Maine. Outcome domains included work; source of
income; residence; hospitalisations; medication; and
community resources used. Life-event domains
included: presence of significant others; deaths;

health; relationships; legal entanglements; finances;
and changes in family structure.

A trained clinician interviewer and the subject
worked together over a 75 to 90 min period to
complete the Life Chart and other elements of the
longitudinal questionnaire. A specific set of probes
was asked for each year beginning with the most
recent year and working back to earlier years. All
data were verified by informants who knew the
subject well. For deceased subjects, the Life Chart
was completed with family members and significant
others. Most subjects and families gave good
accounts of their histories, a phenomenon noted
earlier by others (Bleuler, 1978; Harding, 1986).

Inter-rater reliability trials resulted in an overall
agreement (kappa; Fleiss, 1973) between Maine
clinicians of 0.75 (n=48 cases), between Vermont
clinicians of 0.79 (n=36 cases), and 0.65 (n=20)
between Maine and Vermont clinicians.

Data reduction of the Life Chart was conducted
as follows:

Residence. Residence categories included: hospital;
independent living; rehabilitation or halfway house;
and boarding or nursing home. The percentage of
any year that a person resided in a category was
coded. For example, if in a particular year a subject
spent 4 months in the hospital and 8 months living
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independently, then ‘hospital’ would be coded as
33% and ‘independent living’ as 67%.

Work. The work domain had three categories: full-
time (30 hours or more with pay); part-time or
unpaid (combining housewife, volunteer, part-time,
and volunteer full-time); and unemployed. For a
particular year, a subject was classified into one of
these categories if it represented their status for more
than six months.

Community resources. Scores reflected receipt of
services from any of the following: community
mental health centre; vocational rehabilitation (VR);
private practitioner.

The status of the Maine and Vermont groups for
each outcome domain was compared by determining
the percentage of subjects that were in a particular
status for each year from 1960 to 1980. A Bonferroni
adjusted chi-square comparison of proportions using
an alpha=0.0024 was performed to achieve a
nominal 0.05 alpha overall for the 21 year period.

A similar format was used to document the year-
by-year developments in mental health policies and
programmes for each state. The domains included:
policy and legal changes; hospital programmes;
community residential programmes; vocational
programmes; mental health centres; and entitlements.
Information about changes in these domains was
obtained from a review of state laws, hospital annual
reports, published hospital and programme histories,
and personal interviews with period policy makers
and division heads.

Results

Table 1 briefly summarises domain and period-
specific differences between the Maine and Vermont
subjects.

Due to mortality, the total number of Life Charts
available from 1960 to 1980 for Maine and Vermont
ranged from 224 to 143, and 243 to 173, respectively.

Residence. Maine subjects spent significantly more
time (50% v. 13%) in the hospital from 1960 through
1975 compared to Vermont subjects. The Vermont
residential experience consisted predominantly of
more independent living between 1960 and 1971,
more residence in halfway houses between 1960 and
1963, and more use of boarding homes from 1963
to 1971.

Work and income source. A significantly greater
percentage of Vermont subjects were employed full-
time between 1960 and 1975 (30.9% v. 12.7%). In
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Table 1
Life chart course comparisons summary
Domain Years' Maine Vermont
{%)2 (%)?
Residence
Hospital 60-75 50.0 13.0
Independent 60-71 25.6 46.4
Halfway house 60-63 0.3 6.2
Boarding home 63-71 39 14.4
Work
Full-time 60-75 12.7 30.9
Part-time 60 1.8 7.9
Unemployed 74,75, 77-719 60.2 41.3
Community
resources used
None 60-78 12.9 43.3
VR 60-70 0.0 16.9
CMHC 62, 64-69 11.0 2.7

1. Years for which significant differences between Maine and
Vermont were observed.
2. Average percentage for years where significant differences were

observed.
VR = vocational rehabilitation; CMHC =community mental health

centre.

contrast, more Maine subjects were unemployed
from 1974 to 1975, and 1977 through 1979 (60.2% v.
41.3%). Naturally, the proportion of individuals
described as unemployed would tend to increase over
time as individuals age. ’

Community resources. On average, throughout
most of the period from 1960 to 1978, Vermont

subjects were not making use of community

programmes at the same level as Maine subjects
(43.3% v. 12.9%). However, more Vermonters were
enrolled in VR between 1960 and 1970. This can be
contrasted to the higher percentage of Mainers
enrolled in community mental health centre
programmes in 1962 and between 1964 and 1969.

Discussion

The longitudinal course comparisons demonstrate
clearly that the Vermont programme had a
significant impact on the course for Vermont subjects
compared to that of Maine subjects. Perhaps the
most important aspect of the programme was that
it gave Vermont patients an earlier opportunity to
adapt to’life in the community. This opportunity,
when combined with an array of residential, work,
and social opportunities, resulted in a more diverse
and favourable course compared to the Maine group
across the domains studied. .

Early differences in residential status can be
attributed directly to the policy and programme
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differences between the states. The Vermont
rehabilitation programme, which began in 1955, had
both a rehabilitation goal and a depopulation goal.
Therefore, alternative residences such as independent
living, boarding homes, and halfway houses were
needed and developed much earlier in Vermont.
Depopulation was not pursued in Maine until 1971,
and alternative residences were not available or used
until this time. Therefore, Maine subjects spent more
time in hospital between 1960 and 1975, while
Vermont subjects spent more time in independent
residences between 1960 and 1971, in boarding
homes between 1963 and 1971, and in halfway houses
between 1960 and 1963. Once Maine pursued a policy
of depopulation, these differences in residential
status disappear.

Over the entire period, the percentage of
Vermonters engaged in some form of employment,
either full-time or part-time paid work or volunteer
work, ranged between 35 and 60%. For full-time
work alone, the range was 25 to 30%. For Maine
subjects, the range for some kind of employment was
12 to 30%, and for full-time work, 10 to 12%. While
not directly comparable, employment rates from
short-term cross-sectional studies have ranged
from 20 to 30% for full-time employment one year
post-discharge (Anthony ef a/, 1972). The Vermont
rehabilitation programme was an eclectic programme
that integrated the knowledge from social psychiatry,
including principles of milieu therapy, therapeutic
community, and interpersonal psychiatry, with the
use of medicine and vocational rehabilitation
(Chittick et al, 1961). The programme created
a comprehensive system of care prior to the
development of community mental health centres
and community support systems (Morrissey &
Goldman, 1984; DeSisto et al, 1991).

The relationship with vocational rehabilitation was -

abandoned in 1970 when Vermont pursued a policy
of regionalisation which made mental health centres
the primary referral and aftercare agents. This
paradigm shift (Kuhn, 1962) from a rehabilitation
programme which emphasised work and self-
sufficiency, to a treatment programme which
emphasised cure of illness through treatment by
mental health centres, resulted in some loss of
continuity and comprehensiveness.

The Vermont legacy is not to be found, as
Bachrach (1989) has suggested, in the details of the
programme or the methods used. Instead, its legacy
is the values and principles which guided it. Perhaps
the most important value was that the programme
had a pervasive attitude of hope and optimism about
human potential, through the vision that, if given
the opportunity, persons with mental illness could

become self-sufficient. Anecdotal literature and
personal accounts in both the medical and psychiatric
fields support the notion that hope is an important
factor in recovery (Deane & Brooks, 1963; Cousins,
1979; Lovejoy, 1984). With this hope and optimism,
however, there were realistic expectations that not
everyone would proceed at the same pace. There was
the assumption that people were unique, and that
the dignity and integrity of the person must be
respected. This respect was honoured by asking
sufferers about what they wanted, how things were
going, whether the programme was meeting their
needs, and by involving them in programme
planning. Thus, collaboration was the hallmark of
the programme. In addition, services had to be
comprehensive, deal with all aspects of life, be
flexible because needs and situations changed over
time, and have long-term continuity. Finally, there
was a concern about what happened to people over
the long-term and a recognition of the need to keep
in touch in order to find out.

Both the Maine and Vermont cohorts became ill
during a period when law and society allowed long
periods of hospitalisation. They were hospitalised
prior to the availability of modern pharmacological
treatment and changes in family structure and
demography that have occurred over the past 30
years. Nonetheless, the individual Life Charts and
course trajectories for both groups confirm the
heterogeneity of the long-term course of serious
mental illness (Ciompi & Miiller, 1976; Bleuler, 1978;
Harding e? al, 1987a,b; Harding, 1988; Harding er

‘al, 1989). In addition, the accumulated domain-

specific courses in this report have demonstrated that
the natural history of individuals and policy and
programme events affect the course of specific
outcome domains.
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AN EXAMINATION OF THE COMPLEXITIES IN
THE MEASUREMENT OF RECOVERY IN SEVERE
PSYCHIATRIC DISORDERS

Courtenay M. Harding

Results from five recent investigations studying the very long-term“outcome” of
schizophrenia (in Switzerland, Germany, and the United States) indicate that no
matter how chronic the cohorts were, approximately 25% of the subjects
achieved recovery at follow-up, with an additional 25 - 40% improved, with
achievement of wide heterogeneity as the rule rather than the exception (Bleuler,
1972; Ciompi and Moller, 1976; Harding et al., 1987b, Huber et al., 1979;
Tsuang et al., 1979). In fact, these studies and other shorter ones (Bland and
Orn, 1980; Gardos et al., 1982; Hawk et al., 1975, Strauss and Carpenter, 1974,
Strauss et al, 1978; WHO, 1979) have shown that the course of severe
psychiatric disorder is a complex, dynamic, and heterogeneous process, which is
non-linear in its patterns moving toward significant improvement over time and
helped along by an active, developing person in interaction with his or her
environment (Harding and Strauss, 1985).

Our new appreciation about this process evokes many questions. For instance,
just what is meant by the use of the word "recovery"? Is-the subject simply no
longer symptomatic? Is she or he considered to be “recovered" or just "in
remission"? Has the person re-found (or recovered) all his or her initial levels of
functioning which were lost during a psychotic episode or do we mean that he or
she is functioning more soundly and stronger than ever before? Against which

Schizophrenia: Exploring the Spectrum of Psychosis. Edited by R. Ancill. © 1994
John Wiley & Sons Ltd
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baseline do we make such judgments? Is a new episode after "recovery"
considered to be a new illness? What do we mean when we discuss "outcome’?

After the completion of two three-decade studies of the long-distance course of
schizophrenia, the author examines some of these questions which arise in the
measurement of recovery from severe psychiatric disorder. She suggests that
constructs such as "outcome" and "end state" often lead to inaccurate conclusions
about disorders. In contrast to cross-sectional measures, longitudinal
assessments are portrayed as essential to an accurate understanding of prolonged
illness.

To cope with these challenges, puzzled investigators have employed four
primary strategies to determine the amount of recovery and improvement. The
strategies comprise the following: (1) measurement against each subject's own
baseline, (2) employment of grouped means, (3) comparison across studies, and
(4) assessment against a construct of “normal" behavior. This chapter will
discuss these strategies and present additional suggestions proposed by the
Vermont and Maine Longitudinal Research Project teams as we attempted to
undertake this prodigious task ourselves. We have organized our thinking along
five major themes and propose that: (1) the concept of outcome is a research
artifact, (2) “two cross-sectionals do not a longitudinal make", (3) global
measures of psychopathology and recovery are not sufficient, (4) double
standards are often employed in assessments, and (5) a rater's epistemological
framework about illness, recovery, and human beings plays an important role in
measurement in that "what you are trained to ask about and observe, strongly
determines what you ask about and observe”. The author concludes with the
suggestion that these factors do indeed color the judgment of which patients are
considered to be recovered and which are not.

AN OVERVIEW OF THE VERMONT AND MAINE LONGITUDINAL
STUDIES OF SEVERE PSYCHIATRIC DISORDER

In the Vermont Project, 269 Vermont State Hospital patients with severe and
persistent psychiatric disorders (especially with schizophrenia) were originally
selected for very chronic disability, rehabilitated in a model demonstration
program, and released to the community in the mid-1950s (Chittick et al., 1961).
At the time of entry into this project in the 1950's, these subjects had an average
of six years of continuous psychiatric hospitalization and sixteen years of
disability. A five to ten-year follow-up study in the 1960s revealed that two
thirds of the subjects were in the community maintained by considerable
investment of time, money, and effort (Deane and Brooks, 1967).
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Twenty to twenty-five years after their entry into this program, 97% of this
group were located and assessed. The catamnestic period averaged 32 years.
Two field interviews were conducted by raters blind to record information. The
first interview provided a multivariate cross-sectional assessment of outcome.
The second interview included a Meyerian/Leighton Life Chart (Leighton and
Leighton, 1949; Meyer, 1919) and contributed a longitudinal documentation of
patterns, shifts, and trends in the course of life for members of the cohort. These
patterns were derived from a multidimensional year-by-year documentation of
the 20 to 25-year period. Close relatives and others, who knew the subjects well,
were interviewed to verify current status and historical data for both the live and
deceased subjects. New and traditional scales were used to provide structured
measures of outcome. Hospital and Vocational Rehabilitation records were
independently reviewed with the Hospital Record Review Form battery (HRRF),
compiled from a modification of WHO's Psychiatric and Personal History form
(WHO, 1979) and Strauss's Case Record Rating Scale (Strauss and Harder,
1981). The record raters were blind to outcome and field data. All batteries
were subjected to inter-rater trials and inter-item concordance testing (Harding et
al., 1987a; 1987b). ‘

In order to make our subjects comparable to today's patients we then, applied the
DSM-III criteria (APA, 1980) to their index status with records that were
stripped of all previous diagnostic assignments (Harding et al.,, 1987b). John
Strauss at Yale and Alan Breier at NIMH completed the rediagnostic work after
two sets of inter-rater trials. Analysis of the long-term outcome for those
subjects, who once qualified for DSM-III schizophrenia, revealed wide
heterogeneity. For one-half to two-thirds of the group, course was neither
downward nor marginal. This finding was remarkable because these patients
represented those in the "bottom third" of the schizophrenia spectrum and the
back wards in the hospital. Most people resided in the community, were able to
care for themselves, had become actively involved with family and friends, and
made productive contributions to their families and communities with little or no
residual display of symptomatology (Harding et al., 1987b). These findings
mirrored those derived for the full cohort, which included patients with a wide
variety of other DSM-III diagnoses (Harding et al., 1987a). Thus, the more
stringent criteria of DSM-IIT were not associated with uniformly poor outcome
as expected (APA, 1980). The definition of recovery included the following
factors measured at follow-up: no signs or symptoms of psychiatric disorder, no
psychotropic medications, working or retired appropriately after a work history
(especially important because the average age at follow-up was 61 ranging up to
79 years of age), maintaining mutually satisfying interdependent relationships,
the absence of behavioral or contextual indicators that they were former mental
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pa.tients,. and integration into the community as full-fledged citizens. We agreed
with Vaillant's conclusion after his ten-year study, that "diagnosis and prognosis
should be treated as two different dimensions of psychosis" (Vaillant, 1975).

The Vermonters received a ten-year pioneering and comprehensive psychosocial
and vocational rehabilitation program. We were unable to determine if the
program had made an impact upon the outcome findings because all the patients,
who were in the back wards of the state's only state hospital, were selected with
the exception of those on legal mandates, developmental disabilities, or over 62
years of age. However, Augusta State Hospital in Maine was another New
England hospital with a similar catchment area and hospital which did not give a
rehabilitation program to its patients. We achieved a comparison sample, person
by person computer-matched to the Vermont cohort members on age, sex,
diagnosis, and length of hospitalization during the window of 1956-61. The
Maine cohort was then followed with the same protocol, the same diagnostic
criteria, and instrument batteries with both intra- and inter-project reliabilities
established as well as blindness in the data collection. Ninety-four per cent of
the Mainers were assessed at an average of 36 catamnestic years. This event was
the first time in longitudinal research that two such long-term studies had
matched samples, protocols, diagnostic criteria, and historical periods (DeSisto
etal,, submitted, a).

The Mainers did significantly less well than did the Vermonters both in the
quantity and quality of recovery, especially in areas of work, symptoms, global
outcome (even covarying out other significant modifiers (e.g. acute onset,
education, urban/rural settings). Longitudinal year by year patterns also showed
more positive and independent trajectories for Vermonters. We concluded that
rehabilitation and the opportunity to be out of the hospital joined with biological
correction mechanisms to potentiate a return to the highest level of function
possible for each person (DeSisto et al., submitted, b).

THE MEASUREMENT OF RECOVERY
Outcome is a Research Artifact

The Vermont and Maine Projects are considered to be studies about the

long-term outcome of schizophrenia. They represent some of the longest studies
in the world literature, with catamneses of 22 to 62 years after first admission as
well as projects with the most stringent methodology. Other studies have looked
at 5, 10, 20, and 25 years post admission and each of those projects is also called
an outcome study. I propose that each one of those studies is a research artifact;
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that one investigator's "outcome" level is another investigator's "course". For
example, those projects which have completed a 10-year follow-up consider a 5-
year marker as part of the course; a 20-year follow-up considers both the 10-year
and the 5-year points in time as part of the course of the 20 years (Harding and
Strauss, 1985). The Vermont marker at 62 years has been superseded by Luc
Ciompi's study at 64 years (Ciompi, 1980), ad infinitum, to its own logical
conclusion. Therefore, we suggest that instead of assessing outcome we are
actually studying markers in the course of life (Harding and Strauss, 1985) in
which illness is only a part.

The largest misnomer to date is the so-called "end state”, used by Manfred
Bleuler (1978) and other Europeans to describe plateau states of five years in
which subjects have achieved a certain level of recovery and a stabilized period.
Use of the words "end state" gives the incorrect impression that a person will
stay at that state and that it is the final state. In fact, Bleuler (1978) did not
intend to imply such a finality (pp. 190 - 192). Bleuler, himself, said that there
were sometimes late improvements after as many as 30 to 40 years of illness
(Bleuler, 1978, pp. 228 - 233). In reality, the words usually denote an end state
for the research project itself.  Although an investigator's device, the
phenomenon might be re-labeled and described from a different vantage point.
The knowledge of plateaus and late improvements might be valuable
contributions to the biopsychosocial understanding of the course of
schizophrenia and should have a new name.

"Two Cross-Sectionals Do Not a Longitudinal Make"

Many investigations start by achieving a baseline measurement on all subjects,
and then a number of years later secure another cross-sectional measurement at
that point in time - or vice versa. These studies have been labeled longitudinal,
and we have suggested that “two cross-sectionals do not a longitudinal make"
(Harding and Strauss, 1985, p. 3421). By way of analogy, a cross-sectional
could be likened to a black-and-white portrait. The observer can tell gender,
approximate age, something about the surrounding background, but is unable to
determine whether the wrinkles around the forehead and the eyes come from a
lot of laughter or many frowns. Raters are unable to tell whether that
background is a usual one or not; nor are they able to tell how the subject got to
that spot where he or she is today. In the cross-sectional part of the interviews
with both the Vermont and Maine cohorts, we were aware of the fact that the
month we happened to interview people was purely arbitrary. We knew that we
had found some people who were having a good month when they ordinarily did
not, but we realized that the opposite was also true, and hoped they balanced out.
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Hovyever, a longitudinal can be a follow-along or a follow-back through a block
of time year after year with many measures across many domains. Because
h}xman life is very difficult to capture in all its dynamic ebbs and flows, and
since it is a longitudinal process, a year-by-year accounting comes much closer
to reality. Continuing the earlier analogy, this strategy would be more akin to
watching a theater-in-the-round in which one can gain perspective from looking
at the same person from different angles over time with characters interacting
and changing. Given this distinct bias, I would venture an opinion that few

judgl.nents can be made about degrees of recovery or lack of it unless there is a
longitudinal documentation of course.

Ways to Assess a Heterogeneous Process

Early investigators, such as E. Bleuler (1950), Holt and Holt (1952), Stephens
(1970) and others, used global and often undefined terms of "recovered or "not
recovere: ".  Other researchers divided recovery into symptom recovery and
S(.x:lal recovery, quite often loosely defined but at least a step in the right
direction (e.g., Harris et al., 1956; Holmbe and Astrup, 1957; Lo and Lo, 1977;

Rennie, 1939). The question remains, "How do we define and measure
recovery?"

The Vermont and Maine Projects chose to triangulate data by using measures of
functioning, such as the Global Assessment Scale (GAS) by Endicott et al.
(1976); Levels of Function Scale (LOF), by Strauss and Carpenter (LOF) by
Hawk, Carpenter and Strauss, (1975); the Brief Psychiatric Rating Scale (BPRS)
by Overall and Gorham ( 1962), as well as 12 other classic scales rating twenty-
one domains (Harding et al., 1987a). From the cumulative data acquired over
three hours of field interviews with the probands themselves, we subsequently
als? rated them for adjustment - another guise for "recovery”. The Community
Adjustment Scale (CAS) was designed by Consalvo et al. (1981) to measure

adjustment based on scores for productivity, intimacy, and behavior (see Figure
1 below ).

The findings from this scale were significantly related to those generated by the
GAS and Level of Function Scale in a chi-square analysis (p= <.001 [CAS vs.
GAS] and p= <.004 [CAS vs LOF)]. A little over one quarter (29%) of the
Vermont cohort were rated as functioning well across all domains, Recovery is
not difficult to determine or defend with that group. Agroup of about 36% of
the Vermonters, whose functioning across all domains was very poor, also was
not difficult to define as "not recovered".
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However, there were 35% in Vermont who were in between those two extremes.
They presented serious problems for the rater. There were people who still had
positive signs of schizophrenia (e.g., hallucinations, and/or delusions) but who
were quite functional people. They retained mild impairment, but no disability.
They worked, had families, friends, were generally satisfied with life, and had

Figure 1. Community Adjustment Scale (CAS)* (Consalvo et al., 1981)

1. Criteria

1. Degree of productivity based on work (housework, volunteer, avocation), or retired and
functioning at a level appropriate to age and health. Rate on a one to five scale.

2. Degree of intimacy achieved, based on the nature of interpersonal relationships (e.g.,
marriage, friendship, kinship), and the possession of interpersonal skills. Rate on a one to
five scale.

3. The relative absence of behavioral (e.g., bizarre speech, actions, appearance), or contextual
(e.g., living in a boarding home), indications that they are former mental patients. Rate on a
one to five scale.

2. Ratings for overall adjustment Use total points from above three criteria.

1. Well adjusted. Individuals in this group exhibit a moderate to high level of adjustment in
all three areas and would be described as without any indications of being a former mental
patient. Total range 12 - 15 points.

2, Well adjusted but... Individuals in this group ordinarily have a moderate to high level of
adjustment in all areas but one, or a marginally moderate level of adjustment in at least two
of the three criteria categories. Such individuals would give no clear indication that they
were ever former mental patients but their overall level of adjustment would not rule out that
possibility. Total range 8- 11 points.

3. Maladjusted. These individuals display poor adjustment in at least two criteria areas and
could at least be viewed as probable former mental patients. Total point range 3- 7 points.

* It should be noted that this scale was completed after a comprehensive structured interview across 21
areas of functioning and psychological status.

learned to control their symptoms. Would they be labeled recovered? We said
they are significantly improved and rated them 'Well, but..." There was another
group which was quite sociable, maintained supportive interpersonal
relationships, had hobbies, and was quite happy, but did not work. They told us
of the disincentives in the entitlement systems and its environmental impact on



160 Schizophrenia

their lives. Another group worked well, but was composed of self-described
"loners" with no family and no friends with whom to interact. Is this group
improved? Many raters would hastily say "No, not even improved." Let us
suppose that some of those so-called loners have always been loners and
preferred their own company to others? Was their behavior prodromal and now
considered to be residual? Or, are there not substantial numbers of people, both
outside of or working for the mental health system who live alone. They are
quite happily functioning at work and caring for themselves and who do not

maintain relationships? Are we not asserting our own conceptions about
“normal” behavior?

STRATEGIES TO DETERMINE CURRENT STATUS
Strategy #1: Assessment of Abnormality Against Societal Norms

What then is the range of normal human functioning? Hogarty and Katz (1971)
produced some work in the early 1970s assessing 450 non-patients in one
Maryland county to acquire norms for their instruments. They discovered that
patterns of behavior for age, marital status, social class, and gender must be
taken into consideration when making judgments (e.g., normal adolescents were
reported to show negativism, general psychopathology, and less stability). They
asked: "Is it valid to point in absoluteness to the belligerence, negativism, and
poor performance of juvenile offenders and otherwise 'disturbed adolescents'
when corresponding norms of age-related behavior are so characterized?"
(Hogarty and Katz, 1971, p.479). It is a very important question.

As another example, the difference in gender functioning has only recently
become appreciated. Holstein and Harding (1992) have assessed the data for
women only from the Yale Longitudinal Study in which we were following
people intensively for the first two years after episode (Strauss et al., 1985). We
found that those women who were rated as more symptomatic were often those
who carried dual work roles and were quite functional in caring for home and
family, as well as working. These dual roles, their stressors, and the level of
function required, were complexities not accounted for in the primary analysis.
We found that, while women's experience is now perceived as different from
men's, this phenomenon is rarely investigated systematically or written into
research protocols (Holstein and Harding, 1992). Some exceptions to the rule
are the investigations by M. Bleuler (1978), Gilligan (1982), Seeman (1985), and
Test and Berlin (1983).
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Strategy #2: Comparison Across Similar Studies

The five studies cited earlier in the chapter possess the same goals but use
different diagnostic systems for determining schizophrenia, varying length§ of
follow-up and methodology, among other factors, which make comparison
between them difficult. They give a strong indication of the trend toward
recovery only when all five are clumped together because, despite their
differences, the similarity of their findings is remarkable (see Table 1). One-half
to two-thirds of nearly 1200 patients followed over two to three decac_les
significantly improved or recovered. The reason that the Vermo_nt/Mame
comparison is so important is the fact that these are the only two s.tudles in 1‘:he
very long-term literature of schizophrenia and other serious mental 1llpess Yvhl_ch
were matched in sample, catchment area, treatment eras, diagnostic criteria,
design, and methodology (DeSisto et al., submitted, a, submitted, b).

Table 1. Five Recent Long-Term Studies of Schizophrenia

Investigators Sample size Average length % Subjects recovered

In years and/or improved
significantly

M. Bleuler (1972), 208 23 (53 - 66)

Burghélzli - Zurich

Huberetal. (1979), 502 22 57

Bonn Studies

Ciompi and Maller 289 37 53

(1976), Lausanne

investigations

Tsuang et al. (1979), 189 35 46

Iowa 500 »

Harding et al. 118 32 62 - 68

(1987), Vermont

Strategy #3: Subgroup Analysis Within the Same Study

A third technique has been to clump life course markers as g_rouped means
within certain subgroup categories (e.g., type of onset, s§ver1ty, degree 'of
chronicity, diagnosis, age of onset, demographics, etc.). We dls?overed that with
a seemingly simple sub-grouping such as dividing the cohort into age br_ackets
and correlating these groups with outcome measures, we .found no mgmﬁcant
relationships. The between-subject heterogeneity in other tlmse-r.elated variables
(such as age at admission and duration of time since first admission) washed out
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the effects of presumed homogeneous subgroupings (Harding et al., 1987c). As
an experiment, we then chose every subject with a 42-year course. Wide
heterogeneity appeared. The age range for those subjects went from 57 to 84.
When we subtracted the 42 years course from each person's age, we ranged from
age 15 to age 42 as their ages at first admission. These differences should reflect
diverse prognostic indicators. This problem of heterogeneity underlying key
measures points to the need for an analysis in which the association of age with
outcome is assessed by partialing out the effects of age at first admission and
thus length of course (Harding, et al., 1987c). In pursuing this strategy, we
discovered that the oldest subjects who had the shortest course (20 - 29 years)
achieved the best Global Assessment Scale (Endicott, et al, 1986) scores at
outcome. In addition to the importance of these methodologic questions for
interpreting results, it should be pointed out that the relevant developmental
issues confronting people at various ages of onset have not begun even to be
characterized (Harding et al. 1987c). We have wondered if we finally achieve
some sense of true homogeneous subgroups, whether our cell sizes will become
too small to provide meaningful analyses at all?

Strategy #4: The Individual as His or her Own Control

Should a person be measured against his own baseline? Such a strategy might be
a good idea, but engenders the following. problems. First, the investigators
should know the subjects across the period under scrutiny. In the Vermont
Project, we were fortunate that the five clinicians of the original project team
were able to maintain contact across 32 years with many members of the cohort
and are in a good position to say, for example, that: "Barbara has come a long
way. She was once withdrawn and apathetic and now, after several years of
improvements and regressions, she consistently goes out once a week in the
company of friends through her own initiative.” M. Bleuler (1978) is also in a
position to make such judgments.

In addition, we came to appreciate that a person's baseline keeps changing as he
or she proceeds through developmental tasks. Looking for a return to premorbid
status may not be as valid an indicator of recovery as we think it is. Who wants
to be judged by their 18-year-old status when they are emerging from an illness
at age 35? Further, adult development appears to proceed across domains of
function in a fashion close to Piaget's notion of "horizontal decalage" (see
Ginsberg and Opper, 1979). (We have re-interpreted his term to describe such
natural adult behaviors as the use of dialectical thinking in a discussion on ethics;
Jormal operations when dealing with the bank; concreteness when cooking
lunch; and being pre-operational when dealing with statistics [all in the same
hour]. Are not the varying degrees of functioning within the same person further
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evidence for Strauss and Carpenter’s idea of open-linked systems (Strauss and
Carpenter, 1974)? Therefore, given all the underlying complexities, if we
measure people against their own baselines, we would probably have 269 single
case studies and lose our funding.

THE EFFECT OF THE RATER'S EPISTEMOLOGY

Underlying all efforts is the pervasive problem of recovery measured against the
theoretical constructs evolved by the current state of the art and individually
interpreted by the investigator. The epistemological framework would define
whether recovery meant cured, in remission, or a retreat to underlying
vulnerability (such as suggested by Zubin and Spring, 1977). To be cured would
mean that a new episode would be considered a new illness. Some cultures
believe in this idea very strongly, even about schizophrenia. For example,
Waxler (1979) described the Sri Lankan viewpoint as a contributor to a better
recovery rate due to the resulting higher expectation of functioning and the
lightening of the psychological burden of on-going illness from the patient and
his family.

We note that being "in remission" carries with it a heavy impending time bomb
effect. Robert Cancro (1982) once commented that women are not considered to
be latently pregnant. Further, he suggested that theoretical frameworks made
you decide whether a Kansan who moved to Missouri could now be considered a
Missourian, or if the person was born in Kansas, was he or she a Kansan no
matter where he or she went or how long he or she lived elsewhere? Although
Cancro was referring to the genetics of schizophrenia, we might refocus the
discussion and pose the question, "How long is remission before recovery can be »
claimed?

We suggest replacing the outlook, which views a person as having a lifetime of
iliness with intervals of remission included, with the view of a person with a life

course of work and relationships, developmental lags and spurts with episodes of
illness included. When considering a subject as having a“life”, we then must

focus on the person behind the disorder (Bleuler, 1978) and not on the illness
itself. Paul Lieberman (1984) at Dartmouth has suggested. The same patient is
never the same person at each admission". There seems to be a person X illness
X environment interaction which continues to reshape the on-going process
(Harding and Strauss, 1985; Strauss, et al. 1985).
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DOUBLE STANDARDS IN JUDGING RECOVERY

Participation in case conferences and review of instrument batteries has led us to
wonder if we, as clinicians and investigators, tend to have a double set of
standards in judging how well someone is functioning? We all seem to have a
cerFain but nebulous sense of what is "normal”. I wonder if our standard for
patients is not "super normal" (e.g., as in Maslow's (1954) self-actualized
persons, few and famous? For example, the top rating for the Global Assessment
Scale (91-100) uses the following criteria: "No symptoms, superior functioning
in a wide range of activities, life's problems never seem to get out of hand, and is
sought out by others because of his warmth and integrity" (Endicott et al,, 1976).

Quite possibly we secretly harbor the idea that maybe everyone else we know is
happier, handles things better, does not worry about the mortgage coming due,
spreading waistlines, gray hair, or falling on one's face during an important
presentation. When we do discover that other people worry too, get depressed,
stumble and fall, only to laugh again, it is a celebration and quite often the glué
that binds a friendship. For ourselves and our friends we may tend to accept the
sets of idiosyncrasies and horizontal decalage because we know where we have
come from and the direction in which we are going with a thorough-going
ap'pl.'ef:iation of underlying continuities. Do these understandings permeate
clinicians' judgments and investigators' ratings often, or do patients have to
perform twice as well to be considered half as good?

SUMMARY

In summary, this chapter examined some of the complexities surrounding the
measurement of recovery from severe psychiatric disorder. Investigators must
be'cart?ful in employing the words "outcome" or "end state" because they end up
being interpreted by clinicians and clients alike as a real phenomenon. It has
beer_n suggested that we substitute outcome with the phrase "markers of course"
or simply "at this point in the life course.” Longitudinal documentation comes
closer to recapturing course of life than do two cross-sectional assessments.

Questions about the measurement and meaning of recovery can best be answered
by assessment of multiple domains across long periods of time. The problems in
d.eclarmg recovery begin with the realization that human beings develop
differentially across domains of functioning and across time. Four strategies for
assessment have been discussed: 1) a person might be measured against his or
her own baseline; 2) the employment of grouped means within sub-samples; 3)
the possibility of comparison of groups across studies; and 4) measurement

Measuring Recovery 165

against some construct of normal behavior or outcome. The advantages and
disadvantages of each approach were presented.

A philosophical look at the impact of epistemology upon one's view of recovery
as cure, remission, or underlying vulnerability was discussed as well as a
postulated double standard employed by clinicians for rating recovery in patients
versus rating functioning in friends. We joke about the fact that no one we know
as colleagues, including ourselves, could meet the GAS score of 91 to 100, yet
we persisted in using this scale and others as earnest assessments of subjects. It
should be noted that the Global Assessment of Functioning (GAF) which
recently replaced the GAS has dropped the 91-100 rating (APA, 1987, pp 12 and
20).

In conclusion, I would venture to say that to designate someone as recovered
from severe psychiatric disorder is a judgment call as challenging as the decision

.made about when to call behavior an illness. It is trying to pin down a constantly

moving target. In addition, the process encompasses cultural expectations, the

~ state of the art, and the personality of the investigator, all of which influence the

theoretical framework in which he or she constructs and selects the questions for
the assessment, the manner in which they are asked, and how the data are
analyzed.
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Changes in
Schizophrenia
Across Time

Paradoxes, Patterns, and Predictors

Courtenay M. Harding, Ph.D.

‘ There exist two polar, yet accurate, views about the outcome of schizo-
phrenia. Huber et al. (1979), after studying the outcome of schizophrenia
in 502 patients for more than two decades, wrote: “Schizophrenia does not
seem to be a disease of slow progressive deterioration. Even in the second
and third decades of illness, there is still a potential for full or partial recov-
ery” (p. 595). Nine other such studies agree. Yet today, we have dayrooms,
shelters, and public mental health caseloads consistently overcrowded with
persons chronically languishing with the diagnosis of schizophrenia. Fur-
thermore, DSM-IV (American Psychiatric Association 1994) indicates that
complete remission is likely uncommon, and they go on to describe a vari-
able course of exacerbations and remissions for some patients and a chronic
one for most persons. Although this is an improvement from earlier, more

I thank Dr. Zlatka Russinova of Boston University for quickly translating the
Lithuanian article. ’
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dire, predictions of a deteriorating course for all patients (e.g., American
Psychiatric.: Association 1980, 1987; Kraepelin 1902), a significant discrep-
ancy remains between the prognostic expectations of official psychiatry and
the findings of 10 long-term studies completed during the last three de-
cades of the twentieth century. Arguments against this paradox have often
centered around the use of other diagnostic systems in these studies, al-
though most are similar to the DSM-IV. This chapter shows that regarciless
how wide or narrow such systems are, patients still persist in improving
across time and thus have much to teach us.

.Some of the 10 catamnestic (or longitudinal follow-up) studies of
schizophrenia analyzed particular areas of functioning, whereas others did
not. Some of these reports were published in the authors’ native languages
and were only translated roughly by the author and colleagues. The end of
the chapter will target a few implications for treatment and research. Other
key factors that shape the long-term course of schizophrenia (but are not
yet mentioned in DSM-IV) are discussed in more detail by other chapter
authors. Other key factors that also shape the long-term course of schizo-
phrenia (and that are not yet mentioned in the official diagnostic manual)
are discussed in more detail by other chapter authors. These modifiers in-
cl.ude 1) the neural plasticity and recalibration of the aging brain, 2) gender
dlfferegces and the effects of hormones, 3) cognitive decline in the face of
a n(?nsumulating environments, 4) medical comorbidities, and 5) misdiag-
nosis and other iatrogenic effects of treatment. Such crucial ingredients
which help or hinder forward progress in persons with schizophrenia con—’
tribute further pieces of the puzzle inherent in the paradox. ,

Brief Overview of 10 Contemporary Follow-Up
Studies of Two to Three Decades in Length

Th(? common practice in psychiatric research is to follow samples of con-
venience for only those subjects who remain in treatment. However, the
following longitudinal studies investigating schizophrenia and other seri-
ous mental illnesses followed intact cohorts across a period of two to three
decade's, regardless of whether the subjects were still in treatment. By not
follo@g samples of convenience and by maintaining follow-up for such a
l(?ng time, these studies provide a new view of schizophrenia. They also
give evidence that challenges our preconceptions about chronicity and al-
lows us to rethink models and treatment. Each of these projects was re-
porte‘:d within the past 30 years or so, during an era of keen interest and
funding of such studies. Each provides significant evidence confirming the
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wide heterogeneity of outcome, and each finds that approximately one-half
to two-thirds of people with schizophrenia can achieve a state of significant
improvement or even recovery (M. Bleuler 1972/1978; Ciompi and Miiller
1976; DeSisto et al. 19953, 1995b; Harding et al. 1987b, 1987c; Hinterhu-
ber 1973; Huber et al. 1979; Kreditor 1977; Marinow 1974; Ogawa et al.
1987; Tsuang et al. 1979). Table 2-1 summarizes data from these studies.
As can be seen in the table, the studies were conducted in seven coun-
tries. Studies outside the United States consisted of primarily urban sam-
ples, whereas the American studies examined rural samples. Altogether, a
total of 2,429 patients (sample range 115-502) were followed for an average
of approximately 28 years (range 20-37 years). The percentage of patients
showing significant clinical improvement ranged from 46% to 84% (me-
dian value 53%), and the percentage of patients who were considered so-
cially recovered ranged from 21% to 77% (median value 49%). Thus, a
wider range among studies was found for social response than for clinical
response. Together, these studies help to rebalance the picture of schizo-

phrenia.

Switzerland #1—The Burghélzli Hospital Studies

The first of these studies was conducted in Zurich, Switzerland. Manfred
Bleuler (1972/1978) began following a sample of patients admitted to the
Burghélzli Hospital between April 1942 and December 1943 and main-
tained follow-up over the next two decades, regardless of whether the pa-
tients remained in treatment—something his father did not do. His
sample consisted of 100 males and 108 females with diagnoses of schizo-
phrenic psychoses. The diagnostic criteria used were a combination of
those from his father, Eugen Bleuler, and Emil Kraepelin and were consid-
ered to be narrower than those of the American DSM-II (American Psy-
chiatric Association 1968) and wider than the DSM-III (American
Psychiatric Association 1980). M. Bleuler excluded patients with brain dis-
ease, endocrine disorders, poisoning, latent schizophrenia, neurosis, mixed
psychosis (schizoaffective), or a previous course. This strategy had been un-
available to Kraepelin. Sixty-eight of the 208 (33 %) probands studied were
considered first admissions. Their ages ranged from 16.0 to 67.5 years,
with an average age of 40 years. After considerable research, M. Bleuler

" (1972/1978) concluded that these subjects came from “the same sectors of

the population as do all schizophrenics hospitalized in the Canton of
Ziirich during the period in question” (p. 12). None of the probands in this
study died of brain disease during the follow-up period.

The Burgholzli Hospital Study was conducted in a systematic and
comprehensive manner using structured instruments as well as clinical in-
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terviews. M. Bleuler (1972/1978) found that 68% of the first-admission
patients and 53% of the multiple-admission patients significantly im-
proved or recovered. Among the many findings reported were that 1) life
histories revealed that most patients had experienced “disturbances in their
home life,” but no one particular type stood out and no direct causal link-
ages could be established; 2) genetics appeared to play a role, but only
a partial one (citing discordant monozygotic twins and other family data);
3) therapy may or may not have played a key role in the recovery process;
4) E. Bleuler’s (1911/1950) “group of schizophrenias,” which implied dif-
ferent etiologies, was still elusive; and 5) gender differences played a role.
Bleuler focused on getting to know these patients and their relatives per-
sonally, and further social functioning was determined from criteria of
work, independence from care, and living in a nonsheltered environment.
No social impairment was observed for 46% of the overall cohort and for
59% of members of the first-admission subsample. With regard to sex dif-
ferences, Bleuler found a 6:1 female-to-male ratio of improvement, and fe-
males showed a slight edge over the males in the recovered and mild
impairment categories. He said, “I have found the prognosis of schizo-
phrenia to be more hopeful than it has long been considered to be” (M.

Bleuler 1984).

Percentage of
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and relating well to others, with no
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Austrig—Hinterhuber’s Study

Between 1930 and 1940, 157 people with schizophrenia were first admitted
to the Innsbruck Psychiatric Clinic in Austria (Hinterhuber 1973). At follow-
up, 99 (63%) of these patients had died or were presumed dead, and 58
(37%) were still alive. Data were extracted from several sources, including
structured questionnaires, interviews with relatives, and biographies.
Hinterhuber (1973) used diagnostic criteria from Bleuler, Kraepelin, and
Schneider to study the sample, which was composed of 87 women and 70
men considered to have “obvious schizophrenia.” Using data from all
sources, the results, which were published primarily in German, revealed
that 50% of these patients were “released from treatment,” but 33% re-
mained enrolled in ‘continued full-time care. In measures of psychopathol-
ogy, 29.2% of the sample were reportedly “cured” of their schizophrenia,
with another 45.6% improved and 30.5% still ill. Work functioning had re-
markably resumed, with 77% working full-time, 20% working part-time,
and the remaining 8% in family care. Subjects who had incurred injuries
prior to illness (34.6%) remained mostly in the “severe final stages” of ill-
ness, with only 21% falling into the “cured” category. Course modifiers
leading to poorer outcomes included psychological trauma, genetic load-
ings, and interestingly, later onset (after age 40 years).

living independently in the community,
all of the above,
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Switzerland #2—The Lausanne Investigations

The “Lausanne Investigations” were conducted by Ciompi and Miiller
(1976), who undertook the longest follow-up study reported in the world
literature. They conducted assessments of 92 men and 197 women across a
median length of 36.9 years (SD=13.3 years), with a range of up to 64 years
after first admission to the University Psychiatric Clinic. Of the sample
20% had catamnestic histories of more than 50 years’ duration. Thus, Ci—’
ompi and Miiller's findings might be considered closer to E. Bleuler’s con-
cept of Reichtung Prognose (“final prognosis”). The average age of males at
follow-up was 75.2 years; females averaged 75.8 years. This sample was
considered to be representative of the 1,642 patients admitted to the clinic
who were 64 years of age or younger at their first admission and who were
65 years of age or older at the beginning of the study in 1963 (Ciompi and
Miiller 1976). The initial large group (N=1,642) was targeted to study
mortality and causes of death.

These investigators used a combination of Kraepelinian and Bleulerian
criteria. Inclusion symptoms for schizophrenia included “disturbance of
psychotic proportions...marked by manifold and alternating combinations
of the so-called primary disorders of thought and emotion, autism, ambiv-
a'lence, loss of contact, and experience of depersonalization or derealiza-
tion” (Ciompi 1980, p. 607). Patients with questionable diagnoses of
schizophrenia were excluded. The research team conducted 2-hour semi-
structured interviews in the probands’ homes, and more data were col-
lected through records, correspondence, and interviews of family, friends,
and others in care systems (agencies and clinicians). Because of the com-
plexities of human beings and schizophrenia, outcome domains were mea-
sured separately before being combined into a “recovered,” “improved,” or
“deteriorated” status. ,

. Results were quite varied. Highlights revealed that the average mortal-
ity rate for those in the sample was 173%, versus 100% for the Swiss pop-
ulation (Ciompi 1980), with women suffering the most, at 185% (vs. males
at 161%). Twenty percent of subjects had been hospitalized for more than
20 years. Ciompi pointed out that hospitalization rates were also influenced
by many social and economic factors (e. g., system, family, social structures).

Symptoms among the patients changed considerably over time. For
example, 62% of all individual symptom profiles had “vanished’ in old
age,.. -and [an] additional 11% were clearly improved, with just 20% who
remained unchanged in old age or had intensified” (Ciompi 1'980, p. 611).
However, only about a third of these patients were doing exceptionally well
in social relationships. Classical predictors, including “good premorbid
social, familial, and professional adaptation, few premorbid personality dis-
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orders; a marriage, completion of vocational training, and a higher premor-
bid occupational level,” held into old age. Furthermore, it was found that
“the disease tends to run a more favorable course, the more acute, the more
lively, and the more mobile the onset of the illness.” Finally, Ciompi (1980)
noted that “treatment factors were much less important for the long-term
course than the above-described personality and disease factors” (p. 615).
Sex similarities were found, with 66.3% of the women in the “recov-
ered” or “mild” categories compared with 61% of the men; whereas 7:.1%
of the men became worse, only 3.3% of the women did so (Ciompi 1980).
Five patients demonstrated very late improvement. Using composite rat-
ings, the team found “59% recovered or mild end states” (p. 616). Ciompi
(1980) later concluded that “the long-term evolution of schizophrenia is
much better than hitherto admitted,” which was in keeping with the con-
clusions of “Bleuler and Huber, [who] both concluded that schizophrenia
is in no way ‘basically’ or even ‘predominately’ [an] unfavorable ‘disease
process’ running an inexorably deteriorating course” (Ciompi 1980,

p. 616).

United States #1—The Iowa 500 Study

In the first American study, the Iowa 500 Study assessed 100 patients with
mania, 225 patients with depression, and 200 patients with schizophrenia
who had been part of the annual admissions to Iowa State Psychopathic
Hospital during the 1930s and 1940s. An additional group of 160 nonpsy-
chiatric surgical patients (appendectomy or herniorrhaphy) was selected
for a control group (Tsuang et al. 1979). These investigators applied the
narrow Feighner criteria and clinical judgment to the comprehensive
records available of that era (Feighner et al. 1972). The study concluded that
these diagnosis were validated by follow-up information (2 la Kraepelin) as
well as family studies. Of 3,800 admissions, 874 charts were initially re-
viewed, with 20%—63 % of records rejected depending on the chart diagno-
sis for schizophrenia (i.e., 63% of those diagnosed with schizophrenia were
rejected) (Winokur and Tsuang 1996).

In the schizophrenia sample, 48.5% were females; 20% were married;
50% had poor premorbid psychosocial adjustment; 28% were high school
graduates; median age at onset was 25 years; age at admission was 27 years;
and only 26% had been discharged to the community (this was an era of
custodial care with essentially no treatment [Winokur and Tsuang 1996]).
Follow-up data were extracted from letters sent by social workers to the
families for several of the early years. No information was available on 4%,
only 17% of patients were interviewed, and 25% had information supplied
by family or friends, with 53% supplied by physicians or other hospital
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admissions (Winokur and Tsuang 1996). The fieldwork of the very-long-
term follow-up period (average=37 years) consisted of interviewing those
patients still living who could be found (2=86 of 200, or 43%) and first-
degree relatives and evaluating all available records. The Iowa Structured
Psychiatric Interview (ISPL; Tsuang et al. 1980) was administered by non-
medical interviewers. Current diagnosis was based on data from the ISPI
and on medical records through a consensus of three clinicians. Patients or
first-degree relatives who had died or who refused to participate were given
an “approximate” diagnosis based on medical records. ‘Twenty screening
questions were used for both reliability and validity of all diagnoses with lit-
tle data reported.

Only four major outcome domains were measured: marital, residential,
and occupational status and psychiatric symptoms. The criteria for good
outcome were married or widowed, living in one’s own home or with a rel-
ative, employed, retired, homemaker or student, and no symptoms. A fair
rating was defined as divorced or separated, living in a nursing or county

. home, incapacitated due to physical illness, and some symptoms. A poor
rating was considered if the patient was single or never married, living in a
mental hospital, not working due to mental illness, and experiencing inca-
pacitating symptoms. At long-term follow-up 30-40 years after the index
hospitalization, 39 of 186 (21%) had a good marital outcome and 22 of 186
(12%) were rated as fair. For occupational status, 65 of 186 (35%) had good
outcome, with an additional 14 of 186 (8%) with fair levels. For residential
status, outcomes for 64 of 186 (34%) were good and another 89 (48%) were
fair. For psychiatric status, 38 of 186 (20%) were rated as good, with 48 of
186 (26%) at fair levels. Winokur and Tsuang (1996) noted that disorien-
tation and memory deficit at admission seemed to predict poorer outcome.
Sex differences (inen=102; women=98) were not reported in the overall
outcome variables. Although these investigators focused on the 54% of pa-
tients who were rated as doing poorly, they neglected to point out that 46%
of the cohort were actually doing much better. Nonetheless, the findings
showed that outcomes for schizophrenia were at the end of a sequence
ranging from affective disorders having the best outcome to schizoaffective

disorders to paranoid-type schizophrenia to disorganized type having the
worst outcome. :

Lithuania—“Late Catamnesis of Recurrent
Schizophrenia With Prolonged Remissions”
In an observational study, Kreditor (1977) studied patients with episodic

schizopl}rem'a (N=115) over a period of 20 years in five regions of Riga at
the National Dispensary. The sample consisted of 38 men and 77 women
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with an age range of 35-82 years. Approximately 54% were 50 years or
older. Diagnostic criteria for schizophrenia were fairly broad. Ninety-
seven (84%) of these patients had long-term remissions that extended 8-40
years. Kreditor identified two types of episodic courses, one with occa-
sional episodes and the other with multiple episodes. Ninety-seven subjects
had prolonged remissions (including 39% with 20-40 years remitted), and
only 18 became worse. Predictors of long-term remission were “harmony
of premorbid personality,” lack of or low occurrence of character pathol-
ogy, late onset (ages 30-40 years), and affective stability. The two course-
type groups differed in premorbid personality, age at onset, and illness
course. “The data give ground to eliminate the prognostic criteria of the
probability of long-term remissions” (Kreditor 1977, pp. 110-113).

Germany—The Bonn Investigations

Huber et al. (1979) followed 502 of 758 admissions to the University Psy-
chiatric Clinic of Bonn, Germany, between 1945 and 1959. Of these pa-
tients, 142 died before follow-up (including 7 [4.9%] who were suicides). Of
those probands still living, 209 males and 293 females were assessed for 22.4
catamnestic years with personal interviews by the clinical team between
1967 and 1973. This part of the sample was believed to be representative of
the usual admission profile for the clinic. Relatives reported on the status of
an additional 26 probands (4%); 34 (7%) more were lost to follow-up, and
6 (1%) had brain diseases. Forty-eight (10%) refused interviews; however,
the investigators found that this group consisted mainly of persons with
good prognostic factors such as above-average intelligence and upper-class
status. The investigators used the combination criteria of Schneider (based
primarily on Kraepelin) and Eugen Bleuler, which had also been used by
Manfred Bleuler (1972/1978). Like Bleuler, Ciompi, Harding, and others,
they did not use outcome to define the diagnosis. Furthermore, “no symp-
toms or syndromes at the time of onset could be used to predict with any
certainty whatever, the differentiation between malignant or benign, pro-
cess or nonprocess,...schizophrenic...psychoses” (Huber et al. 1980,
p- 593). Sixty-seven percent became cohort members at first admission.
The authors reported that 57% of their subjects were improved and/
or recovered. Other instruments found that 22.1% had achieved complete
remission, with an additional 40.2% demonstrating “noncharacteristic re-
sidual syndromes.” Thirty-five percent were considered to have “charac-
teristic residual syndromes.” Fifty-six percent of the cohort were judged to
be socially recovered (meaning that they had returned to their premorbid
fully employed status)—“all the more remarkable when only 13% had par-
ticipated in any outpatient rehabilitation program” (p. 595). Social func-
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tioning was highly correlated with outcome of psychopathology (Huber et
al. 1980). Sex differences were found in better outcome for females in gen-
eral and specifically in social outcome. Schizophrenia in first-degree rela-
tives tended to differentiate men with poorer outcomes. Females were
more likely to have better outcomes if they had multiple episodes with
clear-cut precipitating factors. Females also tended to have more florid
symptoms but a later illness onset. Complete remission, more favorable
outcomes, and social recovery tended to occur in females. Cerebral atro-
phies occurred more often in males, who also had more psycho-organic
disorders of the elderly. Course was described as “phasic” in 22%, “surges”
in 48%, and “sluggish” in 21%. The authors identified 76 course types,
which they reduced to 12 categories. They also noted that outcome shifted
among some cohort members no matter how long a certain status was in
effect. However, they found that “no reasonably reliable prognosis for the
individual patient is possible” (p. 604).

Bulgaria—Marinow’s Long-Term Follow-Up Study

A two-decade study (mean=20.2 years) conducted in Bulgaria by Marinow
(1986) followed 280 male schizophrenia patients who had been discharged
from hospitalization between 1946 and 1950. The cross-sectional out-
comes for members of this cohort were measured every 5 years. Subjects
were assessed on variables such as psychopathology and social and work
functioning. Each factor was then combined into 2 summed total outcome
or “prognostic” score. Findings revealed that at least 50% of subjects had a
“favorable” outcome, with approximately 25% improved and another 25%
with a poor outcome. Marinow found the course picture to be one of mixed
signals with conflicting indicators of long-term outcome and concluded
~ thatit was impossible to predict future status for individuals. In a later study
of persons with schizophrenia (N=634) whose illness duration ranged from
2 to 20 years, Marinow (1988) found that long-term outcome had greater
correlation with the patient’s marital status, ability to work, and with neu-
roleptic treatment than with illness history, number of readmissions, and
length of hospitalizations, but he was unable to “predict prognosis.” The
diagnostic criteria used in this study appear to have been wider than those
used in American, Swiss, and German studies. '

United States #2—The Vermont Longitudinal Research Study

A second American long-term catamnestic study was conducted in Ver-
mont for which base reports were published in the 1980s (Harding et al.
1987b, 1987c). This study is the longest study of deinstitutionalized pa-
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tients to be conducted in the United States (ranging up to 62 years after
first admission) and one of the longest studies of schizophrenia. The sam-
ple of 269 patients (144 females and 125 males) with severe and persistent
mental illness was selected from the back wards of Vermont State Hospital
in the mid-1950s.

Probands were provided with a “rehabilitation unit” after 2 years of
only modest responses to long trials of clinically therapeutic dosages of
phenothiazine. The patients and their multidisciplinary clinicians jointly
created a federally funded, comprehensive model demonstration, biopsy-
chosocial rehabilitation program that targeted self-sufficiency and commu-
nity integration (Chittick et al. 1961). Their combined effort in the hospital
provided training in activites of daily living and social skills; continued
medication; vocational assessment, training, placement, and continued
supports; patient government; peer support groups; case management; and
careful deinstitutionalization.

A substudy of the parametric characteristics of the entire hospital cen-
sus (N=1,300) revealed that the back-ward patients in the cohort had the
most chronic course and were the most severely ill and disabled (especially
the males) patients compared with the hospital population at large (Hard-
ing et al. 1987b). The study cohort had an average of 16 years of illness and
10 years of total disability. Furthermore, these patients were shown to be
among 19% who remained in the hospital during the previous § years or
longer while other patients were admitted and discharged (G.W. Brooks,
unpublished study [“Retained Patients With Schizophrenia From 1920s to
1970s”], October 1975). This group is considered to be the most chronic
cohort ever studied in the world literature and therefore should have had
the worst long-term outcome.

Members of the cohort were carefully deinstitutionalized in the late
1950s into a pioneering community mental health system and were pro-
vided rehabilitation for 10 years, until 1965, by the same team from the
hospital (Chittick et al. 1961). In the community, all aspects of community
care were established, including a range of residential and occupational
placements and supports, outpatient clinics, inclusion in natural commu-
nity organizations, and continuity of care long before community mental
health centers were established (Chittick et al. 1961). They were followed
for an average of 32 catamnestic years, with a range of 22—62 years after
first admission. A major follow-up study funded by the National Institute
of Mental Health was initiated in the early 1980s, at which time 97% of the
Vermont cohort was located (262 of 269). The average age of the surviving
interviewed cohort at follow-up was 61 years. A comprehensive and struc-
tured instrument battery was implemented, with all the interrater and
interitem concordance testing reported (Harding et al. 1987b, 1987c). The



130 SCHIZOPHRENIA INTO LATER LIFE

field interviewers were blinded to the patients’ records, and the record ab-
stractors were blinded to outcome. Both cross-sectional and longitudinal
measures were assessed. Prospectively gathered records and retrospective
data were used to fill in the longitudinal picture, along with vocational re-
habilitation records and structured interviews of family, friends, and clini-
cians. Recalibration of the index-admission diagnosis from the 1950s to the
then-new DSM-III (American Psychiatric Association 1980) was per-
formed with interrater trials that achieved a kappa level of .78 (P<.0007)
(Harding et al. 1987¢).

The original cohort was recorded to have 213 of 269 (79%) members
with schizophrenia. The rediagnostic effort, done without the previous di-
agnosis assigned and according to DSM-ITI criteria, reduced that number
to 118 (55%). Although the investigators followed 97% of the total sample
of 269 subjects, only the hardest data were reported for outcome of schizo-
phrenia, unlike in other studies. Those probands who were rediagnosed,
- primarily with schizoaffective disorders, psychosis not otherwise specified,
and atypical psychosis, were excluded from the analysis of schizophrenia
and outcome, as were those who were deceased.

In a review of North American follow-up studies, McGlashan (1988)
mistakenly reported that these patients had very late average onsets, in
their 30s. He later corrected that report to a mean onset of 24.2 years for
males and of 27.1 years for females (Childers and Harding 1990; Mc-
Glashan 1991). McGlashan also originally thought that these patients were
the workers of the hospital and were retained by the staff until the rehabil-
itation study, another misconception that he subsequently corrected (Mc-
Glashan 1991).

With 24% of the cohort deceased, an important methodological bal-
ance was introduced. Instead of simply comparing the demographic and ill-
ness variables with the surviving cohort, a special protocol was introduced
that systematically interviewed the family, friends, and clinicians connected
to these patients in one room in order to piece together the life lived by the
patients until their deaths. This strategy revealed that instead of the most
seriously ill cohort members dying first, leaving the less ill members re-
porting better outcomes, the subjects mirrored the same proportions of re-
covered, improved, or unimproved persons found in the live cohort
(Harding et al. 1987b). Other long-term studies have combined informa-
tion for the living and deceased subjects.

_ The interview instrument battery used in the follow-up study con-

sisted of 15 standard scales and schedules (Harding et al. 19872, 1987b).
Much to their surprise, the Vermont investigators found that nearly two-
thirds of the subjects from this chronic, severely ill cohort met stringent
objective criteria for recovery and/or significant improvement. Of the
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whole, 62%—68% achieved significant improvement or recovery across
multiple domains of function, increased work (40%), reestablished social
relationships (68%), and self-care (81%) (Harding et al. 1987c). Sixty-eight
percent showed no further signs or symptoms of schizophrenia, with 45%
of that group having no symptoms at all. All of these areas were predicted
in the DSM-IIT to deteriorate or remain at marginal levels (American Psy-
chiatric Association 1980). Instead, the domains not only reconstituted and
improved but also developed further in two-thirds of the cohort.

Recovery criteria included no psychiatric medications, no symptoms,
no behaviors that could be construed as those of a “mental patient,” being
employed, relating well with others, and living outside the hospital. Signif-
icant improvement meant that the person had achieved recovery in all but
one of these domains. Social functioning was measured by several widely
used and standard structured assessments and was another area that showed
reconstitution and further development in 62%-68% of subjects (Harding
etal. 1987c). Sex differences were also examined in the surviving DSM-III
schizophrenia sample, which had 41 men and 41 women. Females, who had
had the better premorbid functioning scores (Childers and Harding 1990),
were shown to have lost their competitive advantage and ended up at only
a trend level better than their male counterparts, who had consistently per-
formed more poorly on all subscales and overall score of the Premorbid
Adjustment Scale (PAS). Harding and Hall (1997) suggested that the expla-
nation for the performance decrement seen in women might be the loss of
estrogen protection at midlife (see also Seeman 1995). Furthermore, the
men appeared to have slowly gained in strength across time (Harding 1994;
Harding and Hall 1997; Harding et al. 1987c). Nevertheless, women’s
scores on the Community Adjustment Scale (Consalvo et al. 1984, cited in
Harding 1994) remained slightly higher than those of men, despite the fact
that they had longer lengths of stay in the hospital. Women also demon-
strated more productivity, had less evidence of psychotic symptomatology,
and evidenced higher levels of functioning in social relationships (Harding
and Hall 1997).

During the initial data analyses, Strauss and Harding wrote, “we have
gathered some evidence that the course of schizophrenia is a more complex,
dynamic, and heterogeneous process than has been heretofore appreciated
or predicted by diagnostic specificity” (Strauss and Harding 1984, p. 349).

Japan—Gumma University Hospital Study

Ogawa et al. (1987) conducted a 21- to 27-year follow-up of 140 consecu-
tive patients (67 males and 73 females) discharged from the Department of
Neuropsychiatry at the Gumma University Hospital in Japan between
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1958 and 1962. At entry to the cohort, 81% of these patients were younger
than 30 years; 79% were first admissions and resided primarily in the pro-
vincial town of Maebashi, northwest of Tokyo. These patients were pro-
vided with a program of “neuroleptic drugs, the open-door system, and
intensive aftercare” (Ogawa et al. 1987, p. 758). The hospital’s rehabilita-
tion model was called Seikatasu-rinsko and was described as “clinical work
in a patient’s everyday life” (p. 750), which was reported as a combination
of case management and individual counseling techniques.

At follow-up, 93% of the 140 members of this cohort were assessed,
with 105 still living an average of 23.6 years after index hospitalization
(range=21-27 years). One hundred subjects were alive and interviewed. In
addition to the International Statistical Classification of Diseases, 9th Revision,
Clinical Modification ICD-9-CM; World Health Organization 1978) redi-
agnosis, subjects were also evaluated on social functioning indices with
Eguma’s Social Adjustment Scale (ESAS; Eguma 1962; Ogawa et al. 1987).
Information was acquired from multiple data sources. The data were not
analyzed with regard to sex differences.

The results revealed that 57% of the subjects were considered to be
“fully self-supportive” (i.e., fully productive, living in own home and often
also married, psychologically recovered, with a return to premorbid levels
of functioning and independent social life without clinical interventions as
well as maintenance of a normal family life). “Semi-self-supportive” ratings
were given to another 19%, and 34% were considered to be “hospitalized
and maladjusted cases.” The Japanese team concluded that social recovery
was greater than improvement in psychiatric status. They conducted
monthly assessments of social adjustment and reported patterns of adjust-
ment across time. These patterns showed multiple fluctuations early in the
iliness course, with later differentiation between the self-supporting and
chronically institutionalized groups (Ogawa et al. 1987).

United States #3—The Maine-Vermont
Longitudinal Comparison Study

The most recent American study was conducted in Maine (DeSisto et al.
1995a, 1995b) and, to my knowledge, is the only matched comparison
study of very long outcome ever reported in the world literature. In this
study, patients from the Vermont Longitudinal Research Study (N=269)
were matched by age, sex, diagnosis, and length of hospitalization with pa-
tients in Augusta State Hospital who were treated during the same era and
in similar catchment areas as defined by health and census data. The Maine
study employed the same research protocols as the earlier Vermont study
and incorporated the careful rediagnostic workups that the Vermont Lon-
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gitudinal Project had used (DeSisto et al. 1995a, 1995b). The study also
used the same treatment era and intraproject reliability testing. Of the Ver-
mont patients, 97% were tracked for an average of 32 years after first ad-
mission; 94% of Maine patients were tracked across an average of 36 years.
The major difference between the two study cohorts was that whereas sub-
jects in the Vermont cohort had been part of a comprehensive model reha-
bilitation demonstration program, the Maine patients had experienced
primarily traditional custodial care.

The Maine-Vermont study had an average of 36 catamnestic (time
since first admission) years. Following the rediagnostic work, the sample
comprised 102 subjects with DSM-III schizophrenia (57 males and 45 fe-
males). Comparisons of the two matched cohorts revealed significant dif-
ferences. After covarying out several variables that could not be matched
(e.g-, urban vs. rural residence, level of education), three very strong find-
ings held: Vermont patients 1) had much stronger community functioning
(P<.001), 2) much stronger work functioning (P<.009), and 3) substantially
reduced symptoms (P<.002). Overall, global functioning results found Ver-
mont patients at 68% and Maine patients at 49% (P<.0001). Sex differ-
ences were found in the Maine cohort, with women rated better in
premorbid social functioning.

What Have We Learned From These Studies?

In the following sections I assess the combined findings described above to
determine what we might learn about the domains of diagnosis and time,
symptom course, social functioning, ability to work again, psychopharma-
cology and side effects, predictors of long-term outcome, and reconstitu-
tion of lives.

Diagnosis and Time: Not as Strong a Predictor as Once Thought

In the field of psychiatry, diagnosis has long been reified and conceived of
as a “lifetime” label (American Psychiatric Association 1980, 1994). In the
United States, psychiatry tended to be ethnocentric, especially after an
analysis showed that American clinicians overdiagnosed schizophrenia
based on DSM-II criteria (American Psychiatric Association 1968) in com-
parison with clinicians in the United Kingdom (Cooper et al. 1972). Thus,
although the Swiss and German studies used criteria narrower than those
of Eugen Bleuler but wider than the Kraepelinian-based DSM-III (Amer-
ican Psychiatric Association 1980), American investigators discounted the
European findings and proceeded to make criteria narrower and narrower.
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However, the narrowness of the criteria used does not predict uni-
formly poor outcome, as was once thought (Harding et al. 1979, 1987c).
The narrow Feighner criteria employed by the Iowa 500 study identified
such a poor-outcome group with more efficiency (T'suang etal. 1979, 1981).
This approach was a trade-off, because it made the cohort findings less gen-
eralizable to the entire population with schizophrenia. However, much to
everyone’s surprise, even the sample identified in this manner has found
heterogeneity in outcome. With one exception, these long-term studies re-
vealed that diagnoses could be reconceived as “cross-sectional working hy-
potheses” (Harding 1998, p. 321) that need to be reviewed and revised over
time and in many cases eventually discarded. There is evidence that patients
with schizophrenia have more difficulty in achieving good long-term out-
come than do many patients coping with affective and schizoaffective disor-
ders, as found by the Iowa 500 group and others. However, the Vermont
sample and others have demonstrated that even this effect is reduced to a
trend level across decades. In an opposite approach, Vaillant (1975) also
found heterogeneity when he attempted to follow up the other end of the
continuum, the so-called good-prognosis patients. Discovering heteroge-
neity after 10 years, he concluded that “prognosis and diagnosis are two dif-
ferent dimensijons of psychosis,” in direct contradiction to Kraepelin (1902).

Symptom Course— Ever-Widening Heterogeneity With
Early Fluctuations and Later Decrease of Virulence

Eugen Bleuler (1911/1950) called the disorder “a group of schizophrenias,”
and follow-up investigators are aware of the wide variation of individual
histories, which supports Kendler’s complex model of gene—person—
environment interaction (Kendler and Eaves 1986). Huber et al. (1975)
suggested 76 course types, indicating the wide heterogeneity found, but
eventually reduced these to 12. Ciompi (1980) also published a diagram of
8 course types. His chart, with accompanying percentages, has been per-
ceived as the standard by which course and outcome regularly proceed.
However, Childers and Harding (1990) found evidence in the Burghélzli
Hospital reports and the Vermont findings that these percentages are not
written in stone but rather depend on the composition of the cohort. This
observation means that predicting a probable long-term course for individ-
uals is difficult if not impossible.

Predictors of Long-Term Outcome Weaken Over Time

Although some studies, such as the Lausanne Investigations, found that the
classical predictors held across time, an unpublished manuscript by Harding
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and colleagues showed that the classical predictors of outcome in schizophre-
nia research can also fade in power to trend levels across decades. Such predic-
tors include gender, type of onset, early versus late onset, symptom profile, and
age at onset. The predictive power of sex, which has classically shown strong
evidence in favor of females, weakens across time, perhaps as the protective ef-
fects of estrogen wear off with menopause (see Seeman [Chapter 8] in this vol-
ume). Menopausal women in the Vermont cohort lost their edge to the trend
level, whereas the men grew increasingly stronger (improved in functioning
and had fewer symptoms) across time. The only predictors that showed resis-
tance to weakening over time were certain types of negative symptoms.

. Restoration of Social Functioning

Harding et al. (1987a) and Harding and Keller (1998) analyzed the litera-
ture on social functioning and schizophrenia, which describes poor pre-
morbid adjustment, deterioration during illness, feelings of isolation and
estrangement, disordered emotional responsivity, bizarre behavior and
speech that can drive friends and family away, and the symptom of blunted
affect, which increases social isolation. The long-term studies revealed that
social functioning most often is restored and even undergoes further devel-
opment after a schizophrenic psychosis. Many of the studies found that this
effect happened with greater frequency or was highly correlated with im-
provement in psychological functioning.

Regaining the Ability to Work Again

The assumption that once-psychotic persons are unable to work has been
challenged repeatedly by a number of investigators (e.g., Anthony et al. 1984;
Drake et al. 1999). Strauss and Carpenter (1974) showed that the best pre-
dictor of working is past work experience. Furthermore, diagnosis and symp-
toms did not predict work or social functioning or outcome across 5 years of
follow-up. Previous social functioning did cross over to help predict work
functioning. In the Maine-Vermont comparison, the subjects were matched
and also happened to have had similar work histories prior to being hospital-
ized. The Vermont patients, who had participated in an intensive vocational
rehabilitation program, continued working throughout the follow-up period
at a rate of 30%-40%, with an additional 20% engaging in volunteer work
within their communities. The Maine patients who did not receive voca-
tional rehabilitation struggled to regain their employment status. The Ver-
mont model focused on rehabilitation, self-sufficiency, and community
integration; by contrast, the Maine model emphasized stabilization, mainte-
nance, and entitlements (DeSisto et al. 1995a; 1995b).
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Psychopharmacology and the Assumption of
Lifetime Use Not Supported

There is an assumption—albeit one not supported in the literature—that
most persons with schizophrenia need to remain on antipsychotic medica-
tion all of their lives. However, the Vermont study revealed that 20% were
no longer receiving prescriptions for medication; 30% had drawers full of
medications never taken; 25% had invented targeted strategies before Herz
et al. (1991) and Carpenter et al. (1988); and the remaining 25% were tak-
ing their medications religiously, having been so threatened with recurring
psychosis by past clinicians that their current clinicians were unable to
taper their dosage. Harding (1998) concluded that perhaps only a small
group of patients really needed continuing medications across a lifetime
and recommended that the findings be investigated further. The idea of
lifetime use of antipsychotics has been assumed because of the myth “once
a schizophrenic, always a schizophrenic” or nowadays reframed as “once a
broken brain, always a broken brain.”

Many Pathways to Improvement and Recovery

M. Bleuler (1972/1978) observed that “the long-term experience gleaned
from my probands revealed one fact most impressively, namely that suc-
cessful results can be achieved through totally different methods” (p. 441).
Furthermore, in the Vermont—Maine comparison, the investigators were
startled to find that although significant outcome differences were found
between the samples (which may have been attributable to the rehabilita-
tion program in Vermont versus the custodial care in Maine), 49% of
Maine patients continued forward toward improvement. At first, DeSisto
et al. (1991) thought that the greater forward progress of the Vermont pa-
tients was due to decisions made at the top of the system—that is, Vermont
appeared clear and consistent in its mission and comprehensive in its pro-
grams whereas Maine did not. Although some of this environmental im-
pact may have been operative, Maine patients continued to improve despite
the vagaries of their system of care.

After looking at all of the long-term studies across many treatment eras
and finding that patients persisted toward recovery and/or improvement,
new thoughts began to emerge about the power of human relationships, no
matter what services are being delivered. The Vermont patients reported
that they received the greatest benefit when they were told that someone
believed in them: “Someone believed in me, someone told me I had a
chance to get better.” To Harding, this illustrated the importance of hope
and showed that hope was connected to the natural self-healing capacities
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of people. She began to write about neural plasticity (e.g., Harding 1998).
Andreasen (2001, p. 31) stated recently, “brain plasticity...stresses that our
brains are in constant dynamic change, which occurs as a consequence of
the impact of experience on our mental functions and states.” Strauss and
Harding (1990) suggested that treatment providers and research investiga-
tions need to target developmental issues and course of disorder as “two in-
teracting systems,” especially in this era of biological psychiatry. They
described both positive (amplifying) and negative (limiting) feedback loops
within this interaction. Given the arguments of schools fighting for certain
models of treatment as more effective than other models, one wonders
whether clinicians may need to rethink this stance. An alternative plan calls
for clinicians to collaborate with one another and with their patients by em-
ploying a range of treatment options—depending on the ever-changing
needs of patients—with warmth, encouragement, optimism, and persis-
tence.

Rebalancing the Picture for Schizophrenia

The long-term course of schizophrenia is vastly different than what has
been extrapolated from short-term studies as well as from older cohorts of
convenience formed by patients still in systems of care for a wide variety of
reasons. Such reasons include lack of incentives to get better, self-fulfilling
prophesies derived from pessimistic attitudes and continuing severity of
symptoms, and the expectation of lifetime diagnostic specificity and need
for psychopharmacology.

In regard to treatunent, M. Bleuler (1972/1978) suggested that “The
inner life of the schizophrenic is never ‘burnt out.” It always continues on
its way. When ceaseless attempts are made to establish contact with him as
with a normal person, and he is not left to stand aside like an outsider, a
communal relationship is established that means a great deal to both the
patient and the doctor” (p. 442). In fact, Bleuler taught us to see “the per-
son behind the disorder” with comments such as “seriously ‘demented’
schizophrenics have not lost touch with a healthy psychic life,...in their
case, healthy perception, memory, recall, judgment, and feeling are merely
concealed behind their pathological behavior” (M. Bleuler 1972/1978,
p- 191).

Summary of Findings

For the past century, the course of schizophrenia has been thought to be a
downward course for most if not all patients. In this chapter I presented ev-
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idence from the long-term literature that revealed a very different out-
come. These studies found wide heterogeneity of course and social and
work functioning, significant weakening of traditional predictors, and an
interaction of adult development with symptom course. The discussion de-
tailed the possibilities for a more positive outcome emerging from such
studies. Explanatory models were proposed of neural plasticity, the change
from extreme anxiety and fear arising from the experience of schizophrenia
itself, to “active coping” through rehabilitation, hope and optimism, re-
calibration of neurobiological mechanisms during the aging process, and
human endurance and resilience.

‘The most remarkable finding of these long-term studies is the conflu-
ence of results showing that at least 50%—60% of each intact cohort studied
across two to three decades significantly reclaimed their lives, even in the
face of persisting beliefs that this would be impossible. Reconstructed lives
have begun to erode the old beliefs, and new strategies with a recovery vi-
sion are beginning to be employed.
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	 All treatment and rehabilitative services and supports to be provided shall be based on an individualized, multi-disciplinary recovery plan developed in partnership with the person receiving these services and any others that he or she identifies as supportive of this process. While based on a model of collaboration, significant effort is taken to ensure that individuals’ rights to self-determination are respected and that all individuals are afforded maximum opportunity to exercise choice in the full range of treatment and life decisions. The individualized recovery plan will satisfy the criteria of treatment, service, or care plans required by other bodies (e.g., CMS) and will include a comprehensive and culturally sensitive assessment of the person’s hopes, assets, strengths, interests, and goals and will reflect a holistic understanding of his or her behavioral health conditions, general medical concerns, and desires to build or maintain a meaningful life in the community  

	 
	F. Functioning as a Recovery Guide 
	 The sentiment that “we’re not cases, and you’re not our managers” has been accepted increasingly as a fundamental challenge to the ways in which behavioral health care is conceptualized within a recovery-oriented system. Rather than replacing any of the skills or clinical and rehabilitative expertise that practitioners have obtained through their training and experience, the recovery guide model offers a useful framework in which these interventions and strategies can be framed as tools that the person can use in his or her own recovery.  

	G. Community Mapping and Development 
	 Given its focus on life context, one tool required for effective recovery planning and the provision of recovery-oriented care is adequate knowledge of the person’s local community, including its opportunities, resources, and potential barriers. Community mapping and development are participatory processes that involves persons in mapping the resources and capacities of a community’s individuals, its informal associations, and its structured institutions, as a means of identifying existing, but untapped or overlooked, resources and other potentially hospitable places in which the contributions of people with disabilities and/or addiction will be welcomed and valued.  

	H. Identifying and Addressing Barriers to Recovery 
	 There currently are elements and characteristics of the service delivery system and the broader community that unwittingly contribute to the creation and perpetua-tion of chronicity and dependency in individuals with behavioral health disorders. There also are several aspects of behavioral health disorders and their place within contemporary society that complicate the person’s efforts toward recovery. The competent behavioral health care practitioner will have tools and strategies for identifying and addressing these barriers to recovery. 
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