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PREFACE

ecovery has been amgor interest expressed by consumer and other members of the Mental Health

Statigtics Improvement Program (MHSIP) Policy Group, which has made thistopic one of itsareas of

emphasis. The Review of Recovery Literature is one of three projects that make up the Recovery
Project. The other two are the establishment of a Recovery Advisory Group of consumer leaders and the
development of a compendium of instruments that measure recovery. The Recovery Project is jointly sup-
ported by the MHSIP Policy Group, the Survey and Analysis Branch of the federal Center for Mentd Hedlth
Services (CMHS), The Evduation Center@HSRI and the National Technical Assstance Center for State
Mentd Hedth Planning (NTAC) of the Nationa Association of State Menta Health Program Directors
(NASMHPD).

The Recovery Advisory Group was composed of anumber of consumer leaders from across the country who
met by teleconference once a month, with financid support from the CMHS Survey and Andyss Branch.
They discussed recovery from their own perspectives and the perspectives of the consumers with whom they
worked. They exchanged, read and discussed a tremendous amount of materia about recovery, both pub-
lished and unpublished.

A mgor outcome of these teleconferences is The Recovery Advisory Group Recovery Mode, which isdis-
cussd in the section on models in this publication. In addition the group recommended that the thoughts,
experiences and materials discussed during these teleconferences be collated, coordinated and put into an
organized format to inform the mental health community about the types of literature being produced on the
concept of recovery. Thiswas the beginning of the Review of Recovery Literature.

An in-depth view of consumer writings about recovery, research on recovery and measurement of recovery
was devel oped as a background paper for the 1999 Mental Health: A Report of the Surgeon General. This
and other background papers written by consumers are scheduled to be published in an upcoming issue of
Psychiatric Rehabilitation Skills.

The Recovery Advisory Group dso initiated an intensive search for instruments to measure recovery and
recovery-related areas and to discover information about consumer involvement in the development of these
insruments and documentation about the testing of the instruments with appropriate populations. This effort
resulted in the document Can We Measure Recovery? A Compendium of Recovery and Recovery-Related
I nstruments published by The Evaluation Center@HSRI. This has become the basisfor amgor initiative to
develop and test a measure of recovery and the recovery environment through the 16-gate study funded by
the Center for Mental Hedlth Services.

A wedth of other information and literature is available about recovery that did not arise from research or
measurement, but that is vauable and informative nonethdess. Thus using the resources described above and
adding the wider collection of information and materiad developed on recovery became the focus of the Re-
view of Recovery Literature.




A magor development has been the interest policy makers have expressed in the concept of recovery and the
variouswaysthisisimplemented. Can thisinterest—and the collaboration of consumers, providers and policy

makers—result in aparadigm shift in the mental hedth system that actualy encourages and supports recovery?
Let us hope so.

Ruth O. Ralph, Ph.D.



INTRODUCTION

mental hedlth services who discover that there is such a concept are given hope that they can reach

someleve of normd life. Providers are redlizing that to have their clients recover isto their advantage,
not only so that the people they serve can enjoy better hedlth, but aso so that they can have enough staff and
timeto assst those who are coming into the system. Payersfor mental hedlth services (e.g., hedth maintenance
organizations [HMOs], Medicaid) are most interested in being able to reduce services and cogts. Funders of
sarvices (e.g., sate menta health agencies, federd programs, legidators) want to see their dollars produce
success. Thus, recovery has becomethelatest “buzz word” in menta hedth circles. What itis, how it isdefined
and how it is accomplished is the subject of many discussions, writings and presentations.

There is a great ded of interest in recovery throughout the mental health community. Consumers of

The purpose of this paper is to review the different types of literature on recovery in menta hedth, both
published and unpublished, and to provide examples of each type.

We will start with a brief review of the origins of the concept of recovery in menta hedth and continue with
some definitions of recovery. Types or categories of recovery literature will be described, with illustrations of
each category. Findly, we will atempt to summarize what we have learned and draw conclusons from the
content of the literature, including making recommendations for further study.

It should be noted that the recovery literature discussed in this paper is only asmdl part of the totd body of
literature about recovery and thus provides examples of what can be found in this expanding field. Although
efforts have been made to identify, collect and review recent publications, presentations and unpublished
papers, this review should be thought of as a “point-in-time’ summary because the recovery literature is
growing daily a an enormous pace.

EmMERGENCE OF THE CONCEPT OF RECOVERY

It should be noted that recovery isaforeign concept to many in the menta hedlth field. Until recently, recovery
was not thought possible by many family members, providers, researchers and funders of services. Infact, the
possihility of recovery is dill debated by some.

“The concept of recovery isrooted in thesmple yet profound redlization that people who have been diagnosed
with mentd illnessare human beings’ (Deegan, 1996). The smplefact that this satement was madein arecent
publication indicates the extent of the belief that people with mentd illness do not recover, will dwaysremaina
burden on society and must be “taken care of” rather than encouraged to become independent, contributing
members of society. It dso indicates the extent of the need for the systematic and extensive study of how
people become well and how they stay well in spite of, and perhaps because of, the barriers they face.

Intheearly 1980’ s, theterm recovery seldom gppeared in articlesor concept papers. For example, Houghton's
(1982) persond account wastitled “Maintaining Menta Health inaTurbulent World,” and Leete’ s(1989) was
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cdled “How | Percaive and Manage My lliness” The Wdl-Being Project (Campbell & Schraiber, 1989)
never mentions recovery, dthoughitisastudy of how consumersview their struggle and how they definewell-
being. The phrase “from patient-hood to person-hood” was a theme in this study. Some non-consumers
became convinced that recovery is possible, or at least were ready to listen, asthey read and heard consum-
ers personda storiesabout their struggle with and overcoming of the difficulties they faced. Others adopted the
term to describe the success of the intervention or interventions they felt “worked” for people with menta
illness. Inthe late 1980’ sand early 1990's, the word recovery was introduced in consumer writing by Deegan
(1988) in “Recovery: The Lived Experience of Rehabilitation” and in non-consumer commentary by Anthony
(1993) in “Recovery from Mentd Iliness. The Guiding Vison of the Menta Hedlth Service Sysem in the
1990's”

Recovery DEFINED

The word recovery means “to get back: regain” or “to restore (onesdlf) to anorma state” (Webster’s 11 New
Riverside University Dictionary, 1984). It has been used extensively in the field of substance abuse where
the concept of “recovery” means people go back to pre-drinking or pre-drugging lives.

Recovery in mentd hedlth is defined in the writings of consumers. The following quotationswereincluded in a
paper on recovery (Ralph, 2000) prepared as background information for Mental Health: A Report of the
Surgeon General (1999). These selected comments illustrate both the diversity and the commondities of
consumers perspectives on recovery.

(=] “Recovery is an ongoing process of growth, discovery, and change’ (Stocks, 1995).

(=] “Recovery isaprocess, away of life, an attitude, and away of approaching the day’ schdlenges. Itis
not aperfectly linear process. At timesour courseiserratic and wefdter, dideback, regroup and start
again. The need isto meet the chalenge of the disability and to reestablish a new and vaued sense of
integrity and purpose within and beyond the limits of the disahility; the aspiration isto live, work, and
love in acommunity in which one makes asignificant contribution” (Deegan, 1988, p. 15).

(=]

“Oneof thedementstha makesrecovery possbleistheregaining of one sbeief inonesdf” (Chamberlin,
1997, p. 9).

(=]

“Having some hope is crucid to recovery; none of uswould drive if we believed it afutile effort. |
believe that if we confront our illnesses with courage and struggle with our symptoms persistently, we
can overcome our handicaps to live independently, learn skills, and contribute to society, the society
that has traditionally abandoned us’ (Leete, 1988, p. 52).

(=]

“A recovery paradigm is each person’ s unique experience of their road to recovery .... My recovery
paradigm included my reconnection which included the following four key ingredients. connection,
safety, hope, and acknowledgment of my spiritud sdf” (Long, 1994, p. 4).

A Sgynthesis of a Sample of Recovery Literature 2000
7




(=] “What thereisnow that is new isthe beginning of trust that the bad times will pass and the underlying
grength will prevall. What thereis now isingight about how externas affect me and how to better
manage mysdlf in connection with outsde factors. What there is now is acceptance. | reinforce what
| learn with an annud life review” (Caras, 1999, p. 2).

(=]

“To return renewed with an enriched perspective of the human condition is the mgor benefit of
recovery. To return at peace, with yoursdlf, your experience, your world, and your God, isthe
major joy of recovery” (Granger, 1994, p. 10).

Some consumer descriptions of recovery include activities or actions that move the person toward wellness
and enable or enhance recovery.

(=] “Creativity in my life has been my sdvation” (McDermott, 1990, p. 13).
(=] “Advocacy for others has had a positive effect on my mentd hedth” (Weingarten, 1994, p. 370).

Anger and its energizing effect are aso included in these persona definitions of recovery. Unzicker (1989)
describes her reaction while reading Judi Chamberlin’s book, On Our Own: Patient-Controlled Alterna-
tivesto the Mental Health System (1978). * It was Judi’ sstory of suffering and surviva that jump started my
rage. Judi’ s book awakened in me a spirit of defiance, will and couragethat | am gtill uncovering, like opening
a perpetud birthday present” (Unzicker, 1989, p.72). In addition to constructive anger, recovery aso in-
cludes advocacy for sdf and others, acceptance of persond responsibility and asking for and accepting help
(Ralph, 1997).

Other descriptions include:

(=] Recovery is acontinuing, deeply persond, individud effort that leads to growth, discovery and the
change of attitudes, values, goals and perhaps roles (Anthony, 1993).

(=] It involves hope, courage, adaptation, coping, saf esteemn, confidence, a sense of control or free will
(Blanch et d., 1993).

(=] It includes physica and menta hedlth, and economic and interpersond well-being (DeMes et d.,
1996).

(=] Recovery includes persona empowerment and a spiritudity/philosophy, which gives meaning to life.

It is accomplished one step at atime. It is deeply persona, and can be done only by the individua
who isrecovering (Bede & Lambric, 1995).




Recovery Does Not Descrise WHAT HAPPENS

Many consumerg/survivors of mental hedlth servicesfed that theword recovery doesnot truly or fully describe
the journey through mentd illness or the results of the journey. One survivor of childhood sexud abuse com-
mented that recovery impliesthat you return to something you were before theillness. “But | have no beforel”
she cried. Many consumers whose lives have been interrupted by bouts of mentd illness fed that they have
gone beyond wherethey were when theillness struck. Many have started or continued their education, reached
new heightsin their careers or begun new careers.

Caras writes. “I am not recovered. There is no repegting, regaining, restoring, recapturing, recuperating, re-
trieving. Therewas not aconvaescence. | am not complete. What | amischanging and growing and integrating
and learning to be myself. Whet thereis, ismotion, less pain, and a higher portion of timewell-lived” (Caras,
1999, p. 1).

Thereis continued discussion about what would be a better word than recovery. “Hedling is seen as broader
than recovery. Hedling often emphasizes the hedling from an injury or traumaor hurt in life. Hedling is more
suggedtive of the mind/body split. Hedling implies that the sdf has arole in the process. Recovery connects
more with the 12 step programs’ (Jeanne Dumont, quoted in Fisher and Deegan, 1998, p. 6).

Cohan and Caras (1998) introduced the word transformation as a substitute for the word recovery:

Our lives seemnot to follow a traditional linear path; our lives appear to be like advancing spirals. We
relapse and recuperate, we decide and rebuild, we awaken to life and recover/discover, and then we
spiral again. This spiral journey is one of renewal and integration, the dynamic nature of this process
leads to what can only be described as transformation. Recovery and rehabilitation imply that some-
thing was once broken and then wasfixed. Transformation impliesthat proverbial making of lemonade
after life hands you lemons. It is the lesson, hard learned, of the opportunity available in the midst of
crisis that evokes a substantive change within ourselves (p. 1).

After describing her spiritud journey through and past mentd illness, Clay (1994) provides this summary: “I
redlly do not want to be called recovered. From the experience of madness| received awound that changed
my life. 1t enabled meto help others and to know myself. | am proud that | have struggled with God and with
the mental hedlth system. | have not recovered. | have overcome’ (p. 10).
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TYPES OF RECOVERY ACTIVITIES

erd types of activities are connected with, describe, interpret or may have an impact on recovery.
S he following examples are not intended to be the total of what is available. The types of literature
iated with these ectivities will be discussed in the next section.

Firg, there is the continuation of the writing and collecting of persond accounts-stories written or told that

describethe struggle with and overcoming of mentd illness and accompanying socid chalenges. These may be

included in presentations at conferences and workshops, exchanged on the internet, printed in consumer

newdetters or included in peer-reviewed journas. For example, the periodicas Psychiatric Services,

Psychiatric Rehabilitation Journal and Psychiatric Rehabilitation Skills regularly publish persona
accounts.

Second, there are activities that offer consumers and menta health providers information about how to re-
cover. Consumer conferencesin anumber of states have either focused on recovery astheir primary theme, or
have included sessons on recovery. Some of these conferences have been funded or sponsored by state
mental health agencies. The annua nationd Alternatives Consumer Conference includes many sessons about
recovery, wellness and making your own and others’ livesbetter. Consumer newdetters also providethistype
of information. Workshops and training in how to recover have been developed and are conducted by con-
sumers and non-consumers. Presentations on recovery definitions and methods are made at locd and nationd
conferences. Papers are written and distributed. Persond accounts often include information about how to
recover and how to continue to be well.

Third, both consumers and non-consumers conduct research focusing on recovery. These include a wide
variety of methods and focuses, including consumer surveys, quditative studies, outcome studies, devel opment
and testing of specific interventions, both quantitative and quditative instrument development, and moddl de-
velopment and testing.

Fourth, there are policy development activities. Many state menta health agencies are seeking waysto imple-
ment policies and proceduresto promote recovery. Federd agenciesare funding the development of “indica-
tors’ of successin variousareas of the mental hedlth system. Recovery isone of theseareas, and indicatorsare
being sought to ensure that recovery has taken place and that menta hedth systems are providing an environ-
ment in which recovery can occur.
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~ Reviewof Recovery Literature
TYPES OF RECOVERY LITERATURE

I iterature about recovery includes:

persond accounts that continue the telling of persona stories by consumersto illusirate the many and
varied ways recovery takes place;

educational materials to teach concepts and methods of recovery and self-care;

development of models to show how and when recovery happens,;

research;

development and testing of measurement toals;

policy development; and

generd discusson and opinion.

m] (o] @ (=] @ [§

PERSONAL ACCOUNTS

Consumers continue to tell persond stories of their struggle with mentd illness, the methods they learned to
copewith their illness, the barriersthey faced and their journeysto wellness. Thisisone of the waysthat mental
hedlth consumers have used to communicate to other consumers and non-consumers that recovery can and
does take place. These often include definitions of recovery and descriptions of processes, supports and
activities that have enabled or enhanced their recovery.

Ridgeway (1999, unpublished manuscript) analyzed four early consumer recovery narratives (Loveoy, 1982;
Deegan, 1988; Leete, 1989; Unzicker, 1989) with a constant comparative method to find common themes.
These themes are asfollows:.

Recovery isthe reawakening of hope after despair.

Recovery is bresking through denia and achieving understanding and acceptance.

Recovery is moving from withdrawa to engagement and active participation in life.

Recovery is active coping rather than passive adjustment.

Recovery means no longer viewing onesdf primarily as amenta patient and reclaiming a positive
sense of .

Recovery isajourney from aienation to purpose.

Recovery isacomplex journey.

Recovery is not accomplished adone-it involves support and partnership.

m] (o] ] (=] (=] [w] (=] [a]

In areview of recovery literature, Ralph (2000) identified the following four dimengons of recovery found in
persona accounts:

Internal factors: factors that are within the consumer, such as awareness of the toll the illness has taken,
recognition of the need to change, insight about how change can begin and determination to recover;

A Sgynthesis of a Sample of Recovery Literature 2000
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Self-managed care: an extenson of theinterna factorsin which consumers describe how they manage their
own menta hedth and how they cope with the difficulties and barriers they face;

External factors: include interconnectedness with others, the supports provided by family, friends and
professonds, and having people who believethat they can cope with and recover from their menta illness; and

Empowerment: “acombination of interna and externd factors-where theinternal strength is combined with

interconnectedness to provide the saf-help, advocacy, and caring about what happens to oursalves and to
others’ (Ralph, 2000).

How 10 RECOVER

Information about how to recover and maintain mental helth is often found in persona accounts. The author
describes the things he/she learned to put in place in order to regain and maintain menta hedth. Thisiscdled
self-managed care by Fisher (1996) and Ralph (2000).

Houghton (1982) provides an excdlent example of saf-managed care, which can be gppreciated only in part
by the following quotes:

(=] “My illness taught me (the hard way) the importance of meaningful work, good patterns of rest and
deep, exercise, diet, and sdf-discipline. Once freed from the regulating shackles of medications, |
had to subgtitute areasonable routine, a dower pace, and a cam atmosphere.”

(=] “I began my new life by setting up a schedule for mysdlf, by providing a structure for everyday
living.”

(=] “Exercise and physicd activity not only strengthen the body but serve as an emotiond safety vave.
Mentd illnessis often negative energy turned inward, exercise provides a hedthy reease from this
energy.”

(=] “I view writing as a hedthy form of transference. It purges my mind of information thet interferes
with action and helps to organize my thoughts into patterns of action.”

(=] “Another essentid changein my life hasbeen learning to set reasonable godsand to reech them. (1 ill

struggle with what's ‘reasonable.”) | learned that any change—such as a businesstrip or vacation—
which drasticdly dtered my routine, was stressful. Deadlines, other- or sdf-impaosed, were harmful,
especidly if they were unredistic (pp. 549-550).”

In addition to the examples and advice provided in personal accounts, information about recovery can be
found in manuas, workbooks and training materids. Some of these materiads describe their methods as
models. Copeland (1994, 1997, 1999) has produced anumber of books and manuals, and she also conducts

A Sgynthesis of a Sample of Recovery Literature 2000
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training activities and workshops. Spaniol and Kohler (1994b) have developed a workbook and training for
recovery group leaders aswell as a collection of persona accounts (1994a). Knight and colleagues conduct
“Recovery Didogues’ and provide participants with materid's (unpublished) to help them remember the points
learned (personal communication). Numerous articles and presentations have been prepared by Fisher
(e.0.,1996, n.d.), many of which have been published in the National Empowerment Center Newdetter.

Being in contral isthe way Deegan (1993) manages her life:

Tomerecovery means| try to stay inthedriver’ s seat of my life. 1 don’t let my illnessrun me. Over the
years| have worked hard to become an expert in my own self-care. Beinginrecovery means| don’t just
take medications, rather | use medications as part of my recovery process. Over the years | have
learned different ways of helping myself. Sometimes | use medications, therapy, self-help and mutual
support groups, friends, my relationship with God, work, exercise, spending time in nature—all these
measures help me remain whole and healthy, even though | have a disability (p. 10).

13



TYPES OF RECOVERY RESEARCH

esearch on recovery from mentd ilinessis relaively new and results vary, in part, due to the way the
concept is operaionaized. Some progress has been made in the theoretical description of recovery
through the development of models.

MoDELS

When asearch of the literature is made for models of recovery from mentd illness, both trestment moddsand
theoretical models are described. The choice has been made here to address only theoretical models, which
in some way attempt to visudize the processes or the outcomes of recovery. Three theoretical models were
found which have been devel oped to describe recovery. Only one of these hasbeentested empiricaly (DeMag,
et a., 1996). However, the other two models provide the basis for discussion and further description.

DeMas and colleagues (1996) developed a modd based on their review of the literature that explains recov-

ery interms of three areas of wdl-being: hedth (both physica and menta hedth), psychologica (sdf-esteem,

hope, coping and confidence) and socid (economic and interpersond quality of life). A number of scaleswere
used to develop the Sdf-Help Survey which was mailed to individuds in New York state who used ether
traditiona services only, saf-help services only or a combination of traditional and salf-help. The scales used
were: the Colorado Symptom Index (Coen, Wilson, Shern & Bartsch, 1989) to measure symptoms of mental
illness, Rosenberg’'s (1965) Sdf-Esteem Scale; the Mentd Hedth Confidence Scale (Carpinello, et d.,
2000); the Ways of Coping Scde (Folkman & Lazarus, 1988); the Hope Scale (Snyder et d., 1991) and

severd items to measure economic and interpersond qudity of life. The survey was mailed to a Satewide
sample of 956 individuals, with atota of 612 people returning acompleted survey, a64 percent return rate.

Using confirmatory factor analysis, the structure of the hypothesized modd was tested and supported. The
resultsindicate that recovery spans beyond the mental hedth system into dl human services, is supported by a
combination of support services (e.g., health, housing, fiscal resources) and emphasizes the importance of a
partnership between clinician and client and between traditiona and dternative services.

Severa versons of a recovery modd have been published by Dan Fisher of the Nationa Empowerment
Center.* Thismodd wasfirg caled the Empowerment Vison of Recovery from Mentd IlIness, (Fisher, 1994)
and later the Empowerment Modd of Recovery from Mentd IlIness (Fisher & Ahern, 1999). The narrative
that accompanies the diagram that illustrates this modd includes the following concepts:

(=] People are labded with mentd illness through a combination of severe emotiond distress and insuffi
cient socia supports'resources/coping skillsto maintain the mgjor socid role expected of them during
that phase in thelr life.

(=] The degree of interruption in aperson’ s socid roleis moreimportant in affixing the labd mental illness
to someone than his or her diagnosis.

1 The National Empowerment Center is a consumer-operated technical assistance center funded by the federal Center for Mental Health
Services.
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(=] Recovery ispossible through acombination of supportsneeded to (re)establish amgor socid roleand
the salf-management skills needed to take control of the mgor decisons affecting one' slife.
(=] This combination of socid supports and sdf-management hel ps the person regain membership in

society and regain the sense of being awhole person (Fisher & Ahern, 1999, p. 13).

The Recovery Advisory Group Recovery Modd (Ralph et d., 1999) was developed as aresult of a series of
monthly teleconferenceswith agroup of consumer |eaderswho discussed recovery from their own experience,
the experiences of those with whom they worked and their review of a considerable amount of literature on
recovery. Thismoded describes and defines recovery through anumber of stages: anguish, avareness, insight,
action plan, determination to be well and wdll-being/recovery. The path isnot linear, and people do not smply
move through one stage to the next, but may move back and forth among the various stages.

Consumers who developed thismode indicate that recovery is both internal and externd. Theinternd iswhat
happens within onesdf, while the externd includes interactions with others. The following dimensions were
chosen to describe the internal aspects of recovery: cognitive, emotiond, spiritua and physica. The externd
dimensions consist of aperson’s actions and reactions to externd influences, and interactions with people and
Stuations as one moves across and through the stages of recovery. The following dimensions were used to
describe the externd aspect of recovery: activity, self-care, socid relaionships and socid supports.  Insight
into onesdf, “sdf talk” and growth must take place, but there aso needs to be interaction with the world in
which onelives. Externd influences (eg., family, friends, community, mentd hedth sysem) are dso important
for recovery, and they can support or deter recovery.

DEFINITIONAL STUDIES

A consumer-run business in Ohio was asked by a county menta hedlth board to develop and implement an
evauation drategy to identify strengths and weaknessesin the county menta hedth system. Al of the consum-
erg'survivorsinvolved agreed that recovery was important, and they generated alist of abilities, behaviors and
activities that were important to their recovery. Theseindicators, used in apilot study in Ohio with 71 service
recipients and in another sudy in Maine with 180 consumers who had been admitted to the Sate psychiatric
indtitution at least oncein the last saven years, were rated from maost important to least important smilarly by
both groups (Raph, Lambric & Stedle, 1996; Raph & Lambert, 1996). Both Ohio and Maine participants
selected the same top four indicators.

The ability to have hope

Truding my own thoughts

Enjoying the environment

Feding dert and dive

Increased self-esteem

Knowing | have atomorrow
Working with and relating to others
Increased spiritudity

N ~wWDNE
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9. Having ajob
10. Having the ability to work

The consumer group in Ohio aso developed aset of statementsto rate theimpact of mental health profession-
ason ther recovery. Clients in the Ohio county menta health system rated these statements from grestest to
least impeact:

Encourage my independent thinking

Trest mein away that helps my recovery process

Treat me as an equd in planning my services

Give me freedom to make my own mistakes

Treat me like they bdieve | can shape my own future
Listen to me and believe whet | say

Look at and recognize my &hilities

Work with me to find the resources or services | need

Are avallable to talk to me when | need to talk to someone
0.  Taught me about the medications | am taking

HBOONOOWNE

An examination of these satementsidentifieskey issueswhich adso arisein other accounts of recovery, such as
encouragement, belief in abilities, empowerment (treeting as equd), listening and believing, and free choice.

The Wdl-Being Project (Campbell & Schraiber, 1989) is alandmark effort in which menta heglth consumers
conducted a multifaceted study in Cdifornia to define and explore factors promoting or deterring the well-

being of persons who were diagnosed with mentd illness. The project developed research protocols that
engaged consumers and survivorsin development of research questions, instruments and methods. Four basic
research strategies were utilized:

(=] review of rdlevant psychiatric literature,
(=] quantitative survey research,

(=] focus groups, and

(=] ora histories.

Respondents were interviewed in psychiatric hospitas, skilled nursing facilities, resdentia trestment centers,
drop-in centers, mutual support groups and on the streets. Of the 331 clients who responded, 87 percent had
been hospitaized; of the 53 family member respondents, 91 percent reported that their relative had been
hospitdized. Nearly 60 percent of the clients surveyed indicated they could dways or most of the time
recognize Sgns or symptoms that they are having psychologica problems (i.e., ingght), and dmost hdf re-
ported that they can always or most of the time take care of the problem before it becomes serious. The most
favored coping and help-seeking practices were to: write down their thoughts or talk the problem out (50
percent); eat (52 percent); call or see friends (52 percent); relax, meditate, take walks or a hot bath (54
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percent); and cal or go see amenta hedlth professond (62 percent). Campbell (1993) defines the essentia
elements of well-being asfollows

In response to questions that elicited what factors are essential to well-being, clients reported that it
comes from good health, good food, and a decent place to live, all supported by an adequate income
that isearned through meaningful work. We need adequate resour ces and a satisfying social lifeto meet
our desires for comfort and intimacy. Well-being is enriched by creativity, a satisfying spiritual and
sexual life and a sense of happiness (p. 28).

OurcoMme STuDIES

The classic outcome study on recovery from mentd illness and the influence that mentd hedlth services, reha

bilitation servicesin particular, have on recovery isthe 32-year longitudina study of patients from the Vermont
State Psychiatric Hospital reported by Harding and colleagues (1987). George Brooks, superintendent of the
hospita, selected acohort of 269 chronic patientswho had “ sifted out of al the hospital admissonsto the back
wards’ (Harding, Zubin & Strauss, 1988, p. 478). At thetimeof their selection for the study inthemid-1950s,
these patients had been ill for an average of 16 years, totaly disabled for 10 years and hospitdized continu-

oudy for 6 years. They participated in a pioneering rehabilitation program and were released in a planned
dei ndtitutionaization process with community supportsin place. These clientswere followed up 32 yearslater
(262 were traced, 97 percent of the origind 269 patients). Thirty-four percent of the living people with a
diagnogsof DSM-I11 schizophreniaexperienced full recovery in both psychiatric status and socid functioning,

and an additiona 34 percent of the people who attended the rehabilitation program were sgnificantly im-

proved in both areas. The definition of recovery used in this study isasfollows:

Theuniversal criteriafor recovery isdefined asno current signsand symptoms of any mental illness, no
current medications, working, relating well to family and friends, integrated into the community, and
behaving in such a way as to not being able to detect having ever been hospitalized for any kind of
psychiatric problem (Harding & Zahniser,1994).

A follow-back study matched asdlection of patients hospitalized in Maine to the Vermont patients by age, sex
and diagnosis, and compared outcomes between the two groups (DeSisto et d., 1995). It was found gener-
aly that Vermont subjectswere more productive, had fewer symptoms and displayed better overall functioning
and community adjustment. “It can be argued that the differencesin outcome arelikely to be attributable to the
Vermont (rehabilitation) program, since it provided an opportunity for community adaptation in the context of
an aray of resdentid, work, and socid opportunities which were dl managed to ensure continuity” (DeSsto
et al., 1995, p. 337).

In an overview of World Hedlth Organization (WHO) studies on schizophrenia, de Girolamo (1996) found
that “independent from the setting and contrary to the beliefs held in the psychiatric field for decades, thereis
aremarkable percentage of patients who recover from theillness’ (p. 224). In 27 mgor long-term follow-up
studies (including Harding' s) published between 1960 and 1991, the percentage of patients assessed as clini-

caly recovered ranged from alow of 6 percent to a high of 66 percent, with an average of 28 percent and a
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median of 26 percent. The percentage of patients who showed a socia recovery ranges from alow of 17
percent to a high of 75 percent, with an average of 52 percent and a median vaue of 54 percent. “Some
authors have proposed a chalenging view of the very concept of chronicity, sating that a variety of environ-
mental and psychosocia factors can affect patient outcome and induce amisperception of chronicity” (Harding
eta., 1987).

In considering how traditional services (hospitalization, therapists) and the “ empowerment oriented” approach
of participation in sdf-help groups affect saf-concept and socia and economic outcomes, Markowitz and
colleagues (1996) used datafrom the Self-Help Survey (DeMas et ., 1996) to examine how these outcomes
are dffected by the different types of assistance (i.e, traditiond or sdlf-help). Involvement in sdf-help was
found to have positive effects on self-concept and interpersonal qudity of life. The Strongest negative effectson
s f- concept and qudity-of-life outcomes were found to be exacerbating symptoms. Traditiona serviceswere
found to have a negetive rdaionship with sdf-concept as well aswith qudity of life (Markowitz, et d., 1996).

Therole of socid relationshipsin recovery was studied by Brier and Strauss (1984) with 20 patients who had
been hospitaized for a psychotic decompensation. Initid interviews in the hospital focused on obtaining a
history of each person’s psychiatric problems and identifying any apparent relationships between these prob-
lems and work, friendships and family status. Data on socid relationships during the one-year follow-up
period were obtained from semi-structured monthly interviews. All of the patients described specific waysin
which socid relaionships were beneficid. From these interviews, 12 categories were identified:
Ventilation: conversng with others,

Reality testing: assisting to maintain clear digtinctions between redlity and psychotic digtortions;
materia support: helping with financid, housing and trangportation problems;

Social approval and integration: receiving reassurance when people accept them and provide a sense of
belonging;

Constancy: associating with people they knew before hospitalization, connecting current identity with pre-
hospital identity and giving roots to existence;

Motivation: receving encouragement to achieve higher levels of occupationa and socid functioning;
Modeling: observing the behavior of others and incorporating it into their own behavior;

Symptom monitoring: having others dert them to manifestation of symptoms;

Problem solving: discussing problems and getting concrete feedback;

Empathic understanding: being understood by people important to them;
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Reciprocal relating: becoming an equal partner, able to share and be of assistance to others; and
Insight: acquiring more complete and accurate understanding of themselves.

The authors dso identified two phases through which patients go toward their recovery from a psychotic
episode: (1) conva escence-getting over the experience of the psychotic episode-and (2) rebuilding—putting
one's life back together, making plans for a new life and beginning an identity shift to being an “ex-mentd-
patient.”

The Consumer Leadership Education Program (LEP) isa 16-week psychoeducational program that prepares
menta health consumers for leadership positions on community agency boards and committees. The LEP was
designed in a participatory process with a consumer advisory group of 10 menta health consumers, research
and program personnel who provided information about topics helpful to promote recovery. The curriculum
design aso utilized information from consumer interviews and focus groups addressing the recovery process.
The training curriculum includes three segments: (1) atitude and sdf-esteem; (2) group dynamics and group
process, and (3) board/committee functions and policy development.

In the evaduation of the LEP, Bullock and colleagues (2000) used wait-list groups as control groups and
conducted pre-, post- and six-month follow-up assessments. In addition, quditative as well as quantitative
data were gathered to assst in understanding the change processes as well as the outcomes of the LEP. In
comparison with control groups, trainees showed significant improvement on measures of consumer-rated
symptoms, sdf-efficacy, empowerment and community living skills. Training participants reported sgnificant
improvement in their (1) ability to control negeative and socid symptoms of their psychiaric illness, (2) socid
relationships, (3) persond care and vocational skillsand (4) persond power. There was also atrend toward
improvement in overdl attitude about recovery from mentd illness, using the Recovery Attitude Questionnaire
(Borkin et al., 1998).

The recovery process of incest survivors was studied by Godbey and Hutchinson (1996). A sample of 10
adult women who were incest survivors was recruited through word-of-mouth snowball sampling. Women
were excluded if they had experienced suicidd ideation within the last 6 months or had been hospitalized for
emotiond difficulties in the last year. Formd, semi-gtructured, in-depth interviews focused on the heding
process. Additiona data from the autobiographica accounts of other incest survivors were coded aong with
theinterviews. Using grounded theory method, datawere coded line by line. The authors explain their theory
of burying the integrd sdif:

Shengold (1989) called parental sexual and physical abuse soul murder, because children must literally
bury, conceal, and lay away part of the self physically to survive. The work of recovery is to recognize
that part of the self, theintegral self, has been buried because of the pain of the abuse, and to resurrect
the buried self (p. 306).

Participantsin this study described the resurrecting of the buried saf as acomplex, long and arduous process,
but one that results in long-term satisfaction. They indicated that in order to accomplish this, they needed to
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work with a trusted thergpist, have emotiona support from family and friends and, most importantly, have a
real commitment to heeling.  Through careful andyssof theinterview narraives, the authorsidentified aseries
of phases through which survivors must passin their efforts toward recovery. These are (1) regppearing, (2)
revivifying, (3) resusciteting, (4) renovating, (5) regenerating, (6) reanimating and (7) reincarnating. Each of
these phasesis discussed and illustrated based on information provided by the interviewees. The researchers
conclude that reincarnating is accepting the experience of incest and al the associated life-experiences and
weaving these experiences into an integrated life. The following words of a participant illustrates this point:

To meat this point in my life (I'm47) it means I’ mone hell of awarrior. It means| amoneincredible,
power ful, magnificent being. | wouldn't relive a day of it. Yet | honor it at the soul level...and | honor
what I’ ve done with that. | honor every tear, every grief, every feeling...it has made me a tremendous
therapist, atremendous minister. 1t hasled meon my path even when| wasamnesic. It’sleading meon
my path, and | walk a magnificent path (p. 309).

MEASUREMENT OF RECOVERY AND HEALING

A compendium of recovery and related measures (Raph, Kidder & Phillips, 2000) includes published and
unpublished measures of recovery and other areas related to recovery. There are rdatively few insruments
that attempt to measure recovery compared with the number of instruments that measure other areasin menta
hedlth, for example, symptoms or satisfaction. Instrumentsin this compendium may measure something about
recovery rather than recovery itsdf, or they may have been used in quditative studies to define or identify
perceptions about recovery. Thus three of the ingruments in this compendium measure attitudes or personal
vison, two are quditative question sets and three provide Likert-type rating scaes that may result in the
measurement of recovery. All of these ingruments ask for responses from the consumer.  Because most of
these ingruments are works in progress, they provide little information about change over time or use of the
insrument with an intervention. Further work needsto be done to assessthe effectiveness of theseinstruments
in measuring the impact of specific interventions to measure the course of recovery through the assstance of
thementa hedlth system. Cultural and geographic effects on recovery need to be examined, and measurements
must reflect these concerns.

Thefollowing ingruments, scaes or qualitative question sets have been devel oped to study or measure recov-
ery or heding. More detaled information about each one can be found in the compendium of recovery and
related measures (Ralph, Kidder & Phillips, 2000).

The Crisis Hostel Healing Scale (Dumont, 2000) was devel oped through concept mapping with consumers
and providers who were operating and using the Crisis Hostel in the federally funded Criss Hostel Project.

Recovery Assessment Scale (Corrigan et d., 1999) was developed by analyzing four consumer stories of
recovery, and items were devel oped from the identified concepts.

Rochester Recovery Inquiry (Hopper, Audander & Blanch, 1996) is an open-ended, quditative question-
nare.
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Recovery Attitudes Questionnaire (RAQ) (Borkin et a., 1998; Steffan et al., 1999) was developed by a
team comprising mental hedth consumers, professionds and researchers of the Hamilton County (Ohio) Re-
covey Initigtive.

Personal Vision of Recovery Questionnaire (PVRQ) (Ensfied, 1998) “was designed to measure consum-
ers beiefs about their own recovery.”

The Recovery Interview (ILGARD Research Team, 1998) is a quditative questionnaire developed by the
research team at the Ohio University Indtitute for Loca Government Adminigtration and Rura Devel opment.

Agreement with Recovery Attitudes Scale (Murnen & Smolak, 1996) was developed by Knox County
(Ohio) researchers in collaboration with consumers to assess change in attitudes with regard to movement
toward arecovery process.

The Recovery Scale (Young & Ensing, 1998) was designed to be a comprehensive recovery measure, based
on Y oung' swork with consumers,

MEeasURES RELATED TO RECOVERY

Thefollowing insruments are examples of scalesthat measure conceptsthought to berelated to recovery. The
involvement of consumersin the development of these scales was one criterion for selection.

The Leadership Education and Training Assessment (Bullock et d., 2000) included a number of scdes
(e.g., Making Decisons Empowerment Scale, Community Living Skills Scae, Recovery Attitudes Question-
naire) to measure the effectiveness of the Leadership Education and Training program in Ohio in which con-
sumers were trained to take leadership roles on boards and committees.

The Well-Being Scale (Campbell & Schraiber, 1989) was developed by consumers and used with more than
350 consumersin awide variety of settings (including psychiairic hospitals) in Cdifornia

The Mental Health Confidence Scale (Carpinello et a., 2000) was constructed and used as part of the data
collection drategy in a study focused on factors that predict participation and nonparticipation in self-help
groups.

The Hearth Hope Scale (Hearth, 1992) and the Hope Scale (Snyder et d., 1991) were developed by non-
consumer researchers but were selected to use in studies of recovery because of the importance of hope.

The Saff Relationships Scale (Hornik, Ralph & Samons, 1999) was devel oped because project leadership
from the Albany and Boston Sites of the Supported Housing Initiative Cross-Site Studly felt that thistopic was
an important area of influence for recovery in people who were moving into supported housing.
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Making Decisions Empower ment Scal e (Rogers, Chamberlin, Ellison & Crean, 1997; Wowra& McCarter,
1999) was developed by a group of consumers with consultant researchers for the purpose of studying the
empowerment of making decisonson saf-help. After extensve development and pilot testing, a28-item scae
was tested with 271 members of 6 saf-help programsin 6 dates.

The Consumer Empower ment Scale (Segd, Silverman & Temkin, 1995) was developed from a definition
of empowerment based on writings and practice theories of leaders in the salf-help menta health movement
and theoreticd congtructs in community psychology. The scae was tested with 310 members of 4 sdlf-help
organizations.




RECOVERY IN MENTAL HEALTH SYSTEM POLICY

reading and listening to consumers persona accounts of their struggle through and recovery from

mentd illness. He traces the progress of the menta hedlth system from deindtitutiondization through
the establishment of community support and rehabilitation services, with recovery envisoned asthe next Sep
in the process. Anthony notes that while deingtitutiondization focused on new uses for buildings and facilities,
the community support system was planned as anetwork of essentid servicesto support personswith psychi-
atric disabilities, and the fied of psychiatric rehabilitation emphasized tregting the consequences of menta
illness. However, recovery spesks about how recipients of serviceswill live and choose the servicesthey need
and want. He emphasizes that service providers must be understanding and tolerant of the range of intense
emotions experienced by consumers during recovery without diagnosing behavior as abnormd or pathologi-
cd. The menta hedth sysem must provide the environment that stimulates and encourages recovery (An-
thony, 1993).

Q nthony (1991, 1993) introduced recovery as the guiding vison for the menta hedth system after

A number of states have included the word recovery or the concept of recovery in documents such asmisson
gtatements, guiding principles and descriptions of trestment programs. Some dates are trying to incorporate
recovery into the way menta health services are provided.

Ohio has been aleader in this effort. In 1993 the Ohio Department of Mental Health (ODMH) conducted a
series of didogues throughout Ohio and across the nation with consumers, family members and providers,
including clinicians, to explore the philosophy of recovery and to determine elements that contribute to the
recovery process. 1n 1994 aRecovery Conference was followed with a discussion about the importance and
use of recovery in the menta hedth system by the Community Support Program Advisory Committee, com-
posed of clinicians, consumers and family members. They produced the report The Recovery Concept:
Implementation in the Mental Health System (Beale & Lambric, 1995).

The recommendations of this report were organized by the key themes of jobs, empowerment, stigma, peer
support, family support, community involvement, access to resources, education, and clinica roles and rela-
tionships. Members of the ate Office of Consumer Services, collaborating with other members of ODMH
and the community, have continued to sponsor annua recovery conferences and recovery didogues. They
have dso established regiona Consumer Qudity Review Teams and local collaborative partnerships through
which consumers can voice their opinions about the qudity and effectiveness of services and promote the
development of service dternativesthat best meet their needs. A result of this continued did ogue and emphasis
on recovery isthe development of theMental Health Recovery Process and Best Practices Model, whichis
described in the publication Emerging Best Practicesin Mental Health Recovery (Townsend et ., 1999).

In 1996 the Governor of Wisconsin authorized a Blue Ribbon Commission on Mentd Hedlth Care, whose
purpose was to develop a long-term plan for mental hedlth services in Wisconsin for children, adults and
elderly adults. “ The Blue Ribbon Commission adopted the concept of recovery, that is, the successful integra-
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tion of a mental disorder into a consumer’s life, as the key tenet of the redesigned mentd hedth sysem”
(DeSantis & The Blue Ribbon Commission, 1997, p.iii).2

In areport prepared for the Commission, Jacobson (1998) conducted semi-structured telephone interviews
with key gaff in 12 dates, asking how they operationadized and implemented recovery in ther Sate mentd
hedlth systems. Jacobson obtained her sample by identifying states that were purported to be leadersin this
area and was referred to other states through a snowbal sampling process. She indicated that states are at
different sagesin planning and implementation and that approachesto incorporating recovery differ from sate
to Sate. “Some states seem to be repackaging their old service models (e.g., CSPs, supported education,
rehabilitation services) usng the recovery language; others are whally re-inventing themsdalves’ (p. 1).

Jacobson and Curtis (2000) summarize the findings from this study, describing the process taken by statesto
develop a“recovery oriented” service system and the areas or Strategies selected to do this. The processis
described as an effort to understand the concept of recovery and to determine its viability and vaue within
clinica and financid condraints. The development of avison satement is done through the establishment of a
task force or work group that includes diverse stakeholders. Multiple sources of information are tapped to
assig in understanding the concept and developing a vision statement incorporating a working definition of
recovery and making recommendations to implement the principles identified.

Jacobson and Curtis (2000) comment:

With vision statements in hand, some states simply rename their existing programs....Community sup-
port services, vocational rehabilitation or housing support are now described as ‘recovery-oriented’

services. This renaming process demonstrates a lack of understanding of recovery; in particular, a
failure to acknowl edge the necessity for a fundamental shift toward sharing both power and responsi-
bility (p. 335).

Strategies to implement and operationalize recovery in the menta hedth system in sates that have moved
beyond the service name-changing stage include:

... education, consumer and family involvement, support for consumer operated services, emphasison
relapse prevention and management, incorporation of crisis planning and advance directives, innova-
tionsin contracting and financing mechanisms, definition and measurement of outcomes, review and
revision of key policies, and stigma reduction initiatives (p. 335).

In describing the implementation of a rehakilitation-recovery philosophy in the lllinois mental hedth system,
Barton (1998) indicatesthat dl of the disciplinesinvolved in providing menta hedlth services must collaborate
with consumers, and with each other, to assst consumersin conceptudizing, setting and reaching their recov-
ery gods. Barton summarizes. “ The consumer-centered recovery philosophy isthe umbrelaover dl modds,
disciplines, practices, and activities in the hospitd and the community” (p. 177). Barton dso recognizesthe

2 Note: Most consumers who are thinking about the definition of recovery would not accept this definition.
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need for professonals and policy makersto reexamine, reevaluate and redefine their own professiona identity
androle.

State and federd initiatives to identify successful mental hedth services include recovery as one of the areas
that must be addressed. Although specific recovery indicators have not been identified yet, there is great
interest in finding and using measures of recovery that can help the mentd hedlth sysem determine whether
people with mentd illness are experiencing improvements in their qudity of life.

A draft report of work done by the National Association of State Mental Health Program Directors
(NASMHPD) Technica Workgroup on Performance I ndicators (1998) includes Recovery/Personhood/Hope
asoneof nearly 50 indicatorsfor adultswith serious menta illness. Thisindicator isidentified as* developmen-
ta” inthat thereare no identified measuresfor thisas yet, but it is deemed important enough to beincluded and
to search for or develop some way of measuring this indicator.

State Indicator Pilot Grants were awarded by the federa Center For Mental Heath Services (CMHS) to 16
dtates in 1998 to pilot test 32 selected performance indicators incorporated from the CMHS Five-State
Feagbility Study and the NASMHPD Framework of Mental Health Performance Indicators. A subgroup of
these states plans to work on the indicator for Recovery/Personhood/Hope.

In asurvey of state mental hedth agencies about consumer involvement in state surveys, Kaufmann (1999)
asked if the state included recovery inits consumer survey. Of the 49 states and territories that responded, 67
percent indicated that they did so. However, the mgority of these states indicated that they defined recovery
the same as the Mentd Hedlth Statistics Improvement Program (MHSIP) and used the outcome measures
from the MHSIP Report Card as recovery measures. The Report Card was not devel oped as a measure of
recovery, and is not consdered an adequate measure of recovery.

Jacobson and Curtis (2000) conclude their article with severd important and thought provoking questions
about recovery. They are included in their entirety here because they represent the challenges faced by indi-
viduasand sysemsasrecovery isstudied and as programs and systems attempt to implement and operationaize
arecovery-oriented system:

(=] “How can we deepen our understanding of recovery as an individua process? What stimulates and
sugtains the process? What hinders or smothersit? What are the best methods for answering such

questions?’

(=] “Can recovery be measured? Should recovery be measured? What are the risks of doing so? Of not
doing s0?’

(=] “How can we transfer our knowledge about recovery as an individua process to our policy-making

and service-planning activities? How do specific policies and services affect individud recovery?’
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(=]

(=]

(=]

(=]

(m]

“How will weknow if we are cresting arecovery-oriented sysem? By what criteriashould the system
be judged? Should we measure individua gains? Aggregate outcomes? System-level change? Over
what period of time?’

“How canwebdancerecovery asan individud, sngular process, with the system’ sneed for standard-
ization? Canwe formulate ageneralized concept of recovery and still respect the process as unique?’

“For what should we hold the public menta hedlth system accountable? Are we willing to trade off
some system ligbility for the increased sdlf-determination and persond respongbility that seem to be
the halmark of recovery?’

“What barriers stand in the way of implementing arecovery orientation? What forces sustain the status
quo?’

“Should recovery be the foundationd principle of the mentd hedth sysem?’

Jacobson and Curtis sum up their viewsin thisway:

These problems start with problems of epistemol ogy—how best to study and measure recovery. But
they end in problems of politics and values—what is to be our society’ s approach to helping persons
with psychiatric disabilities? For recovery to herald a real change in our assumptions and practices,
and to make a difference in the lives of people living with severe and persistent mental illness, it isvital
that all of these questions be engaged. How we choose to answer them will shape mental health
services in the coming decades (p. 339).




COMMENTS, SUMMARY AND CONCLUSIONS

ecovery can be defined as a process of learning to gpproach each day’ s chalenges, overcome our
disabilities, learn ills, live independently and contribute to society. This process is supported by
those who bdlieve in us and give us hope.

However, many consumers/survivors report that recovery is not an adequate word to describe the journey
through and to overcome their mental illness, or the accompanying socid consequences, nor does it describe
the results or outcome of that journey. While many agree that no one term is adequate, words such as hedling,
transformation and overcoming have been suggested.

Thereareanumber of activitiesin the areaof recovery, with accompanying written materia to contributeto our
understanding. Persond accounts of recovery journeyswritten or told by consumers/survivors are one of the
most important contributions to the recovery literature. Here you have not only the account of what happened
but aso the inner fedings, the insghts and the actions taken to overcome and conquer. Some consumers/
survivors have used their own and others' experiences and indghtsto create training and educationd materias
to teach others how to recover and manage their lives. Thus opportunities are provided to learn how to
overcome and to manage on adaily basis. Research on recovery isincreasing. Thisincludes effortsto define
recovery more concretely, to find out whether and to what degree consumers agree with these definitions, to
determine what outcomes are possible and to devel op measurements of this phenomenon. Findly, effortsare
being made a the state and federd levelsto create arecovery-oriented environment in the provision of menta
health services and to hold providers of mental health services accountable for doing o.

Attempts to measure recovery or aspects related to recovery are very recent, and work in this areais only
beginning to be published or presented at conferences. It isrefreshing to hear that recovery measuresare being
developed in collaboration with consumers, dthough the extent of the collaboration has not generdly been
specified. Thereislittleinformation about change over time or use of the instrumentswith specific interventions.
Further work is needed in using these instruments to measure the effects of specific interventions and to
mesasure the course of recovery with assistance from the mental health system. This needs to be done in a
thorough fashion by consumer researchersin collaboration with consumer advocates, consumer policy experts
and consumers who are currently using menta health services. It is dso important to review the impact of
culture and geography on recovery and to study how the measurement of recovery can be sengtive to these

aspects.

Consumerg/survivors who live “normd” lives fed they have accomplished a great ded by overcoming both
thar illness and the barriersthey have faced. While they welcome and recommend arecovery environment in
the menta hedlth system, they are rductant to have the mental hedth system “label” people as*recovered” and
thus have “evidence’ to remove the psychologica and psychosocid supports that are necessary for them to
remain well. The measurement of recovery is not only a complex task, but it dso raises questions about
whether this measurement gives the mentd hedth system a tool to withdraw services from people who are
“recovered”’ by some standard.
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Although recovery activities and literature are increasing a an enormous pace, it is ill a young and tender
concept that is not fully developed. Achieving a recovery-oriented public mental hedth system will take a
tremendous amount of dialogue, study, listening to each other and implementing the actud precepts of recovery
including working together; treating each other with respect and dignity; and alowing, helping and encouraging
consumers/survivors to “stay in the driver’s seat” and take control of ther lives.




RECOMMENDATIONS

together and learn from one another. Non-consumers need to read and listen to personal accounts of

those who have experienced recovery, and to hear and vaue the opinions of consumers/survivors even
if they are not fully versed in the methodology or palitics of research and policy. The questions posed by
Jacobson and Curtis (2000) included above must be addressed together by dl of us who are dedicated to
meaking life better for those who face the chalenge of mentd illness.

T he most important recommendation is that consumers/survivors, researchers and policy makers work

Another important areafor research is the development and testing of measurement tools. This must be done
in full collaboration with consumers/survivors. Although a number of instruments are dreaedy developed, they
need further testing to determineif they are gpplicableto diverse popul ations and whether they measure change
over time,

Although it is important to continue to study outcomes of the interventions developed and provided by the
menta heglth system, thisisdifficult to do in any comprehensiveway until the definition(s) of recovery aremore
precise and measurement tool s have been devel oped and tested. However, this should not deter menta health
agencies from searching for ways to implement this paradigm shift to a recovery environmern.

Thereisadso aneed for systematic and consistent reporting of mental health system attempts and successesin
implementing a recovery environment. Success will only come when knowledge about what works is ex-
changed and when leadership learns from others and implements what they have learned in thelr own systems.

Finaly, thereis aneed to continue the collection, review and catdoging of recovery literature, both published
and unpublished. Many individuas and organizations now have their own collections, but there is no centra
repository for a complete collection. There needs to be a centrd library to house this collection, dong with
facilities and continuous funding for both periodic review and dissemination of recovery literature. If we are
ignorant of the work and discoveries of others, we cannot progress to greater heights in the development of
knowledge or degpen our understanding of this most important concept, which can change lives and improve

dy.
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