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M arch, 2006

Development Processfor Domains, Data Elements, and | nstruments

Workgroups of behavioral health stakeholders—consumers, family members, providers, state
mental health agencies, and managed behavioral health care organi zations—recommended
domains and data elements for measuring outcomes in behavioral health. These were reviewed
by atechnical expert workgroup (TEW) that recommended they be reduced in number; this task
was carried out by TEW members with expertise in the content of outcomes measurement and
reporting systems. The content experts made every effort to preserve the stakeholders
recommendations by eliminating redundancy and grouping items with similar implications for
outcomes measurement. The content experts then recommended instruments to measure the
domains and data elements. In the tables below are the recommended domains, data elements,
and instruments aong with explanatory notes.

Outcomes and Performance I ndicators

The DS2000+ Outcomes Measurement and Reporting Module is intended to measure person-
level outcomes, defined as changesin aperson’s health and mental health status, behavior,
functioning, etc. as aresult of an intervention or treatment. Achievement of many of the
outcomes listed below requires that culturally competent services and resources are availablein a
community, e.g., living in a safe affordable home requires the community to have affordable
housing available. Since these issues are assessed by measuring system performance indicators
rather than person-level outcomes, they are not addressed here.

Domains
The domains recommended by the content workgroup are:

o Sdf Care: General Hedth and Co-morbidity
Self Care: Alcohol and Substance Use/Abuse
Psychological Symptoms

Behavior and Functioning

Relationships and Social Support

Family Functioning

! Content experts of the technical expert workgroup: Ann Doucette, Judy Hall, Josh Koerner,
Nancy Lane, Denise McHugh, Sarah Minden, Deborah Nelson, Steve Onken, Brenda Reiss-
Brennan, Dee Roth, Greg Teague



Adverse Events and Negative Outcomes
Engagement in Treatment

Quality of Life

Recovery

Data e ements

The recommended data elements are presented as constructs indicating positive change (e.g.,
improvement in general health, decrease in substance use, reduction in or absence of symptoms)
to emphasize the goals of progress and recovery. Some of these constructs are readily measured
by change in scores on whol e instruments, sections of instruments, or single questions (e.g.,
decrease in a cohol use by alower score on the CAGE; reduction in overall symptoms by alower
score on the Brief Psychiatric Rating Scale; reduction in specific symptoms by lower scores on
applicable items of the Symptom Checklist-90-R). Other constructs, however, are not yet well
defined or operationalized (e.g., improvement in self-management of medical/somatic
conditions) and the field lacks instruments that correspond precisaly. Nevertheless, the content
experts believe that it is essential to enunciate the constructs so that the process of refinement
and instrumentation can proceed.

Instruments

The workgroup is aware that many instruments are available for measuring outcomes. Those
cited were selected because they have acceptable psychometric properties; other instruments
could be added upon recommendations from the field, as instruments currently under
development are shown to have acceptabl e psychometric properties, e.g., instruments currently
being developed through CMHS data infrastructure grants or specifically for measuring

recovery. The content experts recommended devel oping procedures for adding instruments as
they become available. However, consistency in the use of recognized gold standard instruments
would facilitate longitudinal assessments of outcomes across treatment programs nationally. A
webpage on the main DS2000+ Online siteis currently available to host discussions and
facilitate feedback on instruments.

The current plan for the DS2000+ Outcomes Measurement and Reporting Module is to provide
users with a choice of instruments for measuring outcomes. In thisway, states, agencies,
programs, and providers who now measure outcomes will not have to change their current
practices and those new to outcomes measurement will have a variety of options to meet their
needs. The content experts recommend developing a process for recording experience with use
of these instruments, sharing data for psychometric testing, and maintaining a repository of
instruments and their characteristics. They also recommended devel oping a cross-walk to relate
results on commonly used instruments and determine benchmark scores to compare the
magnitude of change and the quality of the outcome.

Because of the lack of correspondence noted earlier between most data el ements and
instruments, the content experts recommended instruments by domain. In some cases, only some
sections of an instrument are applicable to a particular domain; hence, some instruments appear
under several domains. We indicated the sections most applicable to each domain, but users may



certainly employ the entire instrument. We also indicated whether an instrument isin the public
domain (PD) or proprietary (Pr). We a so indicated whether an instrument is used by
Massachusetts (MA), Ohio (OH), or Washington (WA), states that have already implemented
web-based outcomes measurement systems.

The workgroup recommended instruments for measuring outcomes for both adults and
children/youth. In the tables below, instruments for children/youth that are to be completed by
children/youth are indicated by [C]. Instruments for children/youth to be completed by parents or
guardians areindicated by [C,P] and those to be completed by teachers, providers, or mental
health workers are indicted by [C,T].

We have cited references for the instruments the first time they are mentioned. Instrumentsin the
public domain or provided by their authors are available on Decision Support 2000+ Online
(www.ds2kplus.org) on the Outcomes Measurement Workgroup Homepage.

Data Standardsfor M easuring and Reporting Outcomes

The domains, data elements, and instruments are presented in the format of the DS2000+ Data
Standards in Appendix 1.



Domains, Data Elements, and | nstruments

Domain

1. Self Care: General Health and Co-mor bidity ?

Data Elements
/Constructs

1.1. improvement in co-morbid medical/somatic condition(s) °
1.2. improvement in general health ¢°

1.3. improvement in self-management of medical/somatic condition(s)

Instruments

Addiction Severity Index (Medical Status) (PD) *
California Quality of Life (CA-QOL) (PD) ?

Medical Outcomes Study Short Form-12 (SF-12) (Pr) ®
Medical Outcomes Study Short Form-36 (SF-36) (Pr)
Multnomah (MCASL) (PD) °

Ohio Mental Health Consumer Outcomes System, Adult Consumer
Form A, Part 2 and Form B Part 2 (OH) (PD) °

Rand General Health Scale (PD) "#°
Treatment Outcome Package (MA) (Pr) *°

Also see Domain 10, Recovery: self care, ability to ensure own safety

Notes

#Where a medical condition interferes with daily functioning or co-exists
with amental condition, and where a mental condition interferes with
general health status, has mental health trestment contributed to fostering
the person-level conditions that allow for improvement in or contributed
to improvement in the medical condition?

P Defined as diabetes, heart disease, hypertension, arthritis, asthma, other
(specify)

°Defined as physical health, dental health

9 Effective treatment and management of general health conditions has a
significant impact on mental health and wellbeing.




Domain

2. Self Care: Alcohol and Substance Use/Abuse 2P

Data Elements
/Constructs

2.1. decrease in substance use

2.2. improvement in self-management of substance use

Instruments

Addiction Severity Index (PD) (Drug/Alcohol Status)
Alcohol Use Scale (AUS) (PD) 1213
AUDIT (PD) *

CAGE (PD) ©°°¢

CRAFT (Pr) '

Drug Use Scale (DUS) (PD) 4%

GAIN (Pr)

Multnomah (MCAS 16) (PD)

POSIT (Pr) *®

Teen version of ASI [C] (PD)

Treatment Outcome Package (MA) (Pr) [C]
TWEAK (for teens) [C] (PD) *°

See also Domain 10, Recovery: self care

Notes

4 Where a substance use condition interferes with daily functioning or
co-exists with amental condition, and where a mental condition
contributes to substance use, has mental health treatment contributed
to fostering the person-level conditions that allow for improvement in
or contributed to improvement in substance use?

®Note: By separating out substance use as a domain for measurement,
the group did not intend to imply that treatment of mental health and
substance use conditions should be separated. Whether to keep the
two co-morbidity domains separate should be re-addressed. Other
addictions (e.g., gambling) need to be addressed.

©Thistool is useful for screening for alcohol abuse, but less useful for
evaluating treatment outcome




Domain

3. Psychological Symptoms®

Data Elements
/Constructs

3.1. reduction in or absence of symptoms

3.2. reduction in distress around symptoms

Instruments©

Addiction Severity Index (PD) (Psychiatric Status) *
BASIS-32 (Pr) %

Blessed Dementia Scale (PD) #* °

Brief Psychiatric Rating Scale (PD) %

Brief Psychiatric Rating Scale -C (PD) [C]

CBCL [C] (Pr)®

2C}lhild and Adolescent Functional Assessment Scale (CAFAS) [C] (Pr)

Geriatric Depression Scale (PD) °

MHSIP Symptom Distress Scale (PD) %
Mini-Mental State Examination (MMSE) (Pr) " ¢
Multnomah (PD) (MCAS 2,3,4,5,17)

Ohio Mental Health Consumer Outcomes System, Adult Consumer,
Form A, Part 3 and Form B, Part 3 (OH) (PD)

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Parent
Rating, Problem Severity Scale (OH) (Pr) [C,P]

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Worker
Rating, Problem Severity Scale (OH) (Pr) [C,T]

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Y outh
Rating, Problem Severity Scale (OH) (Pr) [C]

Patient Health Questionnaire (PHQ) (Pr) %%
Patient Health Questionnaire--Nine Symptom Checklist (PHQ-9) (Pr)

Patient Health Questionnaire-OA (Older Adults) (Pr)




Domain

3. Psychological Symptoms®

Positive and Negative Syndrome Scale (PANSS) (PD) ***%%
Symptom Checklist-10-R (PD) ¥

Symptom Checklist-90-R (MA) (Pr) **

Treatment Outcome Package (MA) (Pr)

Pediatric Symptom Checklist (PSC) [C,P] (OD) *>%

See also Domain 10, Recovery: psychologica functioning

Notes

*Note: in a person-centered approach, the group recommends
measuring symptoms rather than hospitalization or out-of-home
placement since these are only crude measures of functioning and
depend on local circumstances.

® For example, person has symptoms but is able to live effectively with
them; has devel oped strategies to cope with symptoms; is able to
recognize he/she is becoming symptomatic; is able to respond to
becoming symptomatic.

“ There are several condition-specific instruments available but not
included here. Examples include the Zung Depression Inventory, Beck
Depression Inventory (BDI), Center for Epidemiological Studies-
Depression Scale (CES-D), Beck Anxiety Scale, Hamilton Anxiety
Scale, and Hamilton Depression Scale.

¢ Both the Blessed and Mini-Mental State Examination are used to
screen for dementia. Scores may improve with treatment of
pseudoementia of depression, but particularly the MM SE is not
particularly sensitive.




Domain

4. Behavior and Functioning ®

Data Elements
/Constructs

4.1. improvement in activities of daily living (ADLS) and instrumental
activities of daily living (IADLS)

4.2. engagement in activities that provide a sense of meaning and
purposein life

4.3. improved functioning in developmentally appropriate and/or
chosen, meaningful and/or productive activities

Instruments

Addiction Severity Index (Employment/Support Status) (PD)
California Quality of Life (CA-QOL) (PD)

Medical Outcomes Study Short Form-12 (SF-12) (Pr)
Medica Outcomes Study Short Form-36 (SF-36) (MA) (Pr)
Multnomah (MCAS 6,7) (PD)

Ohio Mental Health Consumer Outcomes System, Adult Consumer
Form A, Part 1 and Form B Part 1 (OH) (PD)

Ohio Mental Health Consumer Outcomes System, Provider Form A
(OH) (PD)

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Parent
Rating, Functioning Scale (OH) [C,P] (Pr)

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Worker
Rating, Functioning Scale (OH) [C,T] (Pr)

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Y outh
Rating, Functioning Scale (OH) [C] (Pr)

Sickness Impact Profile (Pr) ¥’
Treatment Outcome Package (MA) (Pr)

Behavior Assessment System for Children, Second Edition (BASC-2)
(PHICTP ™

The Strengths and Difficulties Questionnaire (PD) [C,P,T] %%

Physical Sdf-Maintenance Scale (PD) *




Domain

4. Behavior and Functioning ®

Medical Expenditure Panel Survey (MEPS), Health Status Section
(ADLsand IADLS) (PD)

Functional Impairment Measure (FIM) (PD) *%
Overt Aggression Scale for people with dementia
Overt Behavior Scale for people with Traumatic Brain Injury “

See also Domain 10, Recovery: meaning and purpose, psychological
functioning

Notes

This domain focuses on skills and capacity to perform activities and
roles; social connectedness, quality of relationships, etc. are measured
elsewhere

® For example, work, school, parenting, volunteering, etc. For children,
indictors of improved academic/school functioning include overall and
subj ect-specific academic performance, school avoidance/attendance,
in- and out of school suspension(s), expulsions, and performance-
related behaviors such as carel essness, cheating, disorganization,
forgetfulness, distractibility, concentration.




Domain

5. Relationships and Social Support

Data Elements

5.1. improved ability to form and sustain relationships characterized by

/Constructs trust, respect, mutuality, reciprocity
5.2. improved ability to recognize, seek help for, and address abusive
relationships
5.3. improved relationships with natural networks including family,
peers”
5.4. improved sense of belonging to the larger community
5.5. improved participation in social, recreational, and civic activities ©
5.6 feelsthat there is at |east one person in higher life who believesin
him/her

Instruments Addiction Severity Index (PD) (Family/Social Relationships)
California Quality of Life (CA-QOL) (PD)
Lehman Quality of Life Scale (Pr) *'
Multnomah (MCAS 9,1011,12) (PD)
Ohio Mental Health Consumer Outcomes System, Adult Consumer
Form A, Part 1 and Form B Part 1 (OH) (PD)
Ohio Mental Health Consumer Outcomes System, Provider Form A
(OH) (PD)
The Social Network Map (PD) *
See also Domain 10, Recovery: ability to ensure own safety,
relationships and socia support, integration

Notes *Related to recovery item 10.12 (ability to ensure own safety)

® Family is interpreted broadly to include biological, chosen, foster,
adoptive, etc.

¢ For example, clubs, sports teams, dating, voting, advocacy
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Domain

6. Family Functioning ?

Data Elements

6.1. improvement in functioning as an integrated unit °

/Constructs
6.2. increase in knowledge and skills to provide support and care as
needed °
6.3 increase in knowledge and skills to obtain support and care as
needed °
6.4 reduction in level of distress around family relationships
Instruments Addiction Severity Index (Family/Social Relationships) (PD)
Caregiver strain (PD) *°
CdliforniaQuality of Life (CA-QOL) (PD)
Child and Adolescent Needs and Strengths Information Integration
Tool (CANS-MH) [C] (PD) *°
Ohio Mental Health Consumer Outcomes System, Adult Consumer
Form A, Part 1 and Form B Part 1 (OH) (PD)
See also Domain 10, Recovery: greater knowledge about
treatment/condition
Notes This domain applies to families that include both child and adult

consumers. It recognizes the range of relationships that constitutes
“family” both in terms of degree of involvement and type of family,
e.g. biological, chosen, foster, adoptive, etc. This domain aso includes
paid and unpaid caregivers in community, residential and long-term
care settings.

® For example, improved resilience, sense of competence, stability;
reduction in caregiver strain

“Thisincludes ability to act as treatment partners and ability to obtain
information.

11



Domain

7. Adver se Events and Negative Outcomes

Data Elements
/Constructs

7.1. reduction in or no negative contacts with the adult or juvenile
criminal justice systems ®

7.2. decreasein risk behavior, e.g., harm to self or others”
7.3. moved out of homel essness

7.4. decrease in adverse medication outcomes ©

7.5. decrease in adverse medical outcomes®

7.6 decreaseinrisk for falsin elderly persons

Instruments

Adult Needs and Strengths Assessment (ANSA) (PD) >*
Addiction Severity Index (Lega Status) (PD)
California Quality of Life (CA-QOL) (PD)

Ohio Mental Health Consumer Outcomes System, Provider Form A
(OH) (PD)

See Domain 3 for specific psychological symptom measures

See also Domain 10, Recovery: ability to ensure own safety

Notes

#Includes arrests, detention, timein jail or prison
" Related to recovery item 10.12 (ability to ensure own safety).

¢ Analysis will need to determine whether the adverse outcomes are
related to consumer or provider actions.

9 These data can be obtained from administrative databases.
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Domain

8. Engagement in Treatment @

Data Elements

8.1. improved engagement in/adherence to treatment #

/Constructs
Instruments Multnomah (MCAS 14,15) (PD)
Stages of Change Readiness and Treatment Eagerness Scale
(SOCRATES) (PD) >
See also Domain 10, Recovery: empowerment in treatment
Notes # Treatment is defined broadly to include traditional, peer, and

alternative and complementary interventions.

®Improvement is the result of improved understanding of condition and
engagement in treatment planning. For example, the person has greater
knowledge and awareness of the full array of treatment options; has
improved therapeutic alliance; has improved use of support system;
enters into treatment; actively engagesin and remains in treatment as
long as necessary; shows readiness to change; adheresto
recommendations regarding treatment (type, frequency, duration);
adheres to medication; is an informed participant in the treatment
process and treatment decision-making. This also involves improved
ability to talk to authority figures, to advocate for oneself (adults and
children) and/or for a child and/or afamily, and to refuse trestment.
The workgroup notes that thisis an intermediate outcome that
influences other outcomes.
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Domain

9. Quality of Life

Data Elements
/Constructs

9.1. improved ability to meet basic needs for nutritious food, safe and
affordable housing 2, physical/personal safety, healthcare,
transportation

9.2. improved ability to maintain a sustainable source of income

9.3. improved opportunities for spiritual and leisure activities

Instruments

California Quality of Life (CA-QOL) (PD)
Medica Outcomes Study Short Form-36 (SF-36) (MA) (Pr)
Multnomah (PD)

Ohio Mental Health Consumer Outcomes System, Adult Consumer,
Form A, Part 1, 2, 5 (OH) (PD)

Ohio Mental Health Consumer Outcomes System, Provider Form A
(OH) (PD)

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Parent
Rating (OH) [C,P] (Pr)

Ohio Y outh Problem, Functioning, and Satisfaction Scales, Y outh
Rating (OH) [C] (Pr)

See also Domain 10, Recovery: quality of life

Notes

& Living Situation is stable, permanent (for children), safe, desired by
the consumer

14



Domain

10. Recovery 2°

Data Elements
/Constructs

10.1. Feels hopeful about the future (Hope)

10.2 Feels empowered (Agency)

10.3. Feels able to determine the direction of his/her life (Self-Determination)
10.4 Shows increased motivation to change (Awareness and Potentiality)

10.5 Acceptance and integration of on€’sillness-related experiences (Re-
Authoring)

10.6 Acceptance and integration of on€e’s culture (Re-Authoring)

10.7 Improvement in self-esteem, sense of self, self-respect, dignity, self-
efficacy (perceived and actual) (Well-being)

10.8 Has created alife that is broadened rather than limited by the experience of
mental illness (Thriving)

Data Elements
coveredin
other domains

For empowerment in treatment, see 8.1

For meaning and purpose, see 4.2, 4.3

For self care, see1.1,1.2,1.3,2.1, 2.2

For psychologica functioning, see3.1, 3.2, 4.1, 4.2, 4.3

For greater knowledge about trestment/condition (Knowledge), see 6.2
For ability to ensure own safety, see 1.2, 5.2, 7.2

For relationships and social support, see 5.1, 5.2, 5.3,5.4, 5.5

For quality of life, see 9.1, 9.2, 9.3

For integration, see 5.4

Instruments®

Recovery Measures Compendium, Second Edition (Pr) =

Consumer CROS 3.0 (Pr) *°

CrisisHostel Healing Scale (PD)
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Domain

10. Recovery 2°

Mental Health Recovery Measure (MHRM) (PD — with author citation and
contact retained on the form)

Multnomah (MCAS 8,13) (PD)

Ohio Mental Health Consumer Outcomes System, Adult Consumer Form A,
Parts 1, 4 (OH) (PD)

Recovery Assessment Scale (PD) */

Recovery Oriented Survey Instrument (ROSI) (PD)
Recovery Self-Assessment (RSA) (PD) *°
Recovery-Enhancing Environment Measure (REE) (Pr) ©
Herth Hope Index ®*

The Making Decisions Empowerment Scale (PD)®

Notes

#Recovery consists of a number of discrete but related elements as described by
Onken and colleagues ®

®Many of the data elements listed above are represented in other domains, as
specified.

¢ Recovery instruments under development include the Recovery Measurement
Tool (RMT) and the Peer Outcomes Protocol Questionnaire (Campbell, Cook,
Jonikas, Einspahr)
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Appendix 1. Data Standardsfor Measuring and Reporting Outcomes

Domain Data Element Definitions I nstruments Uses
Sef Care: Addiction Severity Index (Medica Status) | These data elements are applicable to
Generd (PD)* persons with a medical condition that
Health and interferes with daily functioning or
Co-morbidity CaliforniaQuality of Life (CA-QOL) (PD) ? | co-exists with a mental condition and
persons whose mental condition
Medical Outcomes Study Short Form-12 interferes with their general health
(SF-12) (Pr) ® status. The data elements help
determine whether mental health
Medical Outcomes Study Short Form-36 treatment has contributed to fostering
(SF-36) (Pr) * the conditions that allow for
improvement in or has contributed to
Multnomah (MCASL) (PD) ° improvement in the medical
condition.
Ohio Mental Health Consumer Outcomes
System, Adult Consumer Form A, Part 2
and Form B Part 2 (OH) (PD) °
Rand General Health Scale(PD) "®°
Treatment Outcome Package (MA) (Pr) *°
Improvement in Medica conditionsinclude
co-morbid diabetes, heart disease,
medi cal/somatic hypertension, arthritis,
condition(s) asthma, and other specified
conditions
Improvement in Includes dental health
general hedth
Improvement in
self-management
of medical/somatic
condition(s)
Sef Care: Addiction Severity Index (PD) These data elements are applicable to
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Domain Data Element Definitions I nstruments Uses
Alcohol and (Drug/Alcohol Status) persons with a substance use
Substance condition that interferes with daily
Use/Abuse Alcohol Use Scale (AUS) (PD) 1213 functioning or co-exists with a mental
condition and persons whose mental
AUDIT (PD) * condition contributes to substance
use. The data are used to determine
CAGE (PD) © whether mental health treatment has
contributed to fostering the conditions
CRAFT (Pr) that allow for improvement in or has
contributed to improvement in
Drug Use Scale (DUS) (PD) 2% substance use.
GAIN (Pr) ¥
Multnomah (MCAS 16) (PD)
POSIT (Pr) '8
Teen version of ASI [C] (PD)
Treatment Outcome Package (MA) [C]
TWEAK (for teens) [C] (PD) *°
Decreasein
substance use
Improvement in
self-management
of substance use
Psychological There are severa condition-specific
Symptoms instruments available but not included here.

Addiction Severity Index (PD) (Psychiatric

Status)

18




Domain

Data Element

Definitions

Instruments

BASIS-32 (Pr) °

Blessed Dementia Scale (PD) &

Brief Psychiatric Rating Scale (PD) #
Brief Psychiatric Rating Scale -C (PD) [C]
CBCL [C] (P1)*®

Child and Adolescent Functional
Assessment Scale (CAFAS) [C] (Pr) #

Geriatric Depression Scale (PD)
MHSIP Symptom Distress Scale (PD) %

Mini-Mental State Examination (MM SE)
(PI‘) 27

Multnomah (PD) (MCAS 2,3,4,5,17)

Ohio Mental Health Consumer Outcomes
System, Adult Consumer, Form A, Part 3
and Form B, Part 3(OH) (PD)

Ohio Y outh Problem, Functioning, and
Satisfaction Scales, Parent Rating, Problem
Severity Scale (OH) [C,P] (Pr)

Ohio Y outh Problem, Functioning, and
Satisfaction Scales, Worker Rating,
Problem Severity Scale (OH) [C,T] (Pr)
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Domain Data Element Definitions I nstruments Uses
Ohio Y outh Problem, Functioning, and
Satisfaction Scales, Y outh Rating, Problem
Severity Scale (OH) [C] (Pr)
Patient Health Questionnaire (PHQ) (Pr)
28,29
Patient Health Questionnaire--Nine
Symptom Checklist (PHQ-9) (Pr)
Patient Health Questionnaire for Older
Adults (PHQ-OA) (Pr)
Positive and Negative Syndrome Scale
(PANSS) 30,31,32
Symptom Checklist-10-R (PD) *
Symptom Checklist-90-R (MA) (Pr) *
Treatment Outcome Package (MA) (Pr)
Reduction in or
absence of
symptoms
Reductionin For example, person has
distress around symptoms but is able to
symptoms live effectively with them;
has devel oped strategies to
cope with symptoms; is
able to recognize he/she is
becoming symptomatic; is
able to respond to
becoming symptomatic.
Behavior and These data elements are used to
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Domain

Data Element

Definitions

Instruments

Uses

Functioning

measure skills and capacity to
perform activities and roles; socia
connectedness, quality of
relationships, etc. are measured
elsewhere.

Improvement in
activities of daily
living and
instrumental
activities of daily
living

Addiction Severity Index
(Employment/Support Status) (PD)

CdliforniaQuality of Life (CA-QOL) (PD)

Medical Outcomes Study Short Form-12
(SF-12) (Pr)

Medical Outcomes Study Short Form-36
(SF-36) (MA) (Pr)

Multnomah (MCAS 6,7) (PD)

Ohio Mental Health Consumer Outcomes
System, Adult Consumer Form A, Part 1
and Form B Part 1 (OH) (PD)

Ohio Mental Health Consumer Outcomes
System, Provider Form A (OH) (PD)

Ohio Y outh Problem, Functioning, and
Satisfaction Scales, Parent Rating,
Functioning Scale (OH) [C,P] (Pr)

Ohio Y outh Problem, Functioning, and
Satisfaction Scales, Worker Rating,
Functioning Scale (OH) [C,T] (Pr)

Ohio Y outh Problem, Functioning, and
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Domain

Data Element

Definitions

Instruments

Satisfaction Scales, Y outh Rating,
Functioning Scale (OH) [C] (Pr)

Sickness Impact Profile (Pr) *
Treatment Outcome Package (MA) (Pr)

The Strengths and Difficulties
Questionnaire (PD) [C,P,T] **

Physical Self-Maintenance Scale (PD) *
Medical Expenditure Panel Survey (MEPS),
Hedth Status Section (ADLs and IADLS)
(PD) 39

Functiona Impairment Measure (FIM)
(PD) 40,41

Overt Aggression Scale for people with
dementia *

Overt Behavior Scale for people with
Traumatic Brain Injury

Engagement in
activities that
provide a sense of
meaning and
purposein life

Improved
functioning in
developmentally
appropriate and/or

For example, work, school,
parenting, volunteering, etc
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Domain Data Element Definitions I nstruments Uses
chosen, meaningful
and/or productive
activities

Relationships Addiction Severity Index (PD)

and Socidl (Family/Social Relationships)

Support

CdiforniaQuality of Life (CA-QOL) (PD)
Lehman Quality of Life Scale (Pr) *
Multnomah (MCAS 9,1011,12) (PD)

Ohio Mental Health Consumer Outcomes
System, Adult Consumer Form A, Part 1
and Form B Part 1 (OH) (PD)

Ohio Mental Health Consumer Outcomes
System, Provider Form A (OH) (PD)

The Social Network Map (PD) *

Improved ability to
form and sustain
relationships
characterized by
trust, respect,
mutuality,

reci procity

Improved ability to
recognize, seek
help for, and
address abusive
relationships

Improved
relationships with

Family isinterpreted
broadly to include
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Domain Data Element Definitions I nstruments Uses
natural networks biological, chosen, foster,
including family, adoptive, etc.
peers
Improved sense of
belonging to the
larger community
Improved For example, clubs, sports
participationin teams, dating, voting,
social, recreational, | advocacy
and civic activities
Feelsthat thereis
at least one person
in hig’her life who
believesin him/her
Family This domain applies to Addiction Severity Index (Family/Socia
Functioning families that include both Relationships) (PD)

child and adult consumers.
It recognizes the range of
relationships that
constitutes “family” both
in terms of degree of
involvement and type of
family, e.g. biological,
chosen, foster, adoptive,
etc.

Caregiver strain (PD)*
CdliforniaQuality of Life (CA-QOL) (PD)

Child and Adolescent Needs and Strengths
Information Integration Tool (CANS-MH)
[C] (PD) ¥

Ohio Mental Health Consumer Outcomes
System, Adult Consumer Form A, Part 1
and Form B Part 1 (OH) (PD)

Improvement in
functioning as an

For example, improved
resilience, sense of

integrated unit competence, stability;
reduction in caregiver
strain

Increasein Thisincludes ability to act
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Domain Data Element Definitions I nstruments Uses
knowledge and as treatment partners and
skillsto provide ability to obtain
support and care as | information.
needed
Increasein Thisincludes ability to act
knowledge and as treatment partners and
skillsto obtain ability to obtain
support and care as | information.
needed
Reductionin level
of distress around
family
relationships
Adverse Adult Needs and Strengths A ssessment
Events and (ANSA) (PD) ®
Negative
Outcomes Addiction Severity Index (Legal Status)

(PD)
CdliforniaQuality of Life (CA-QOL) (PD)

Ohio Mental Health Consumer Outcomes
System, Provider Form A (OH) (PD)

Reductionin or no
contacts with the
adult or juvenile
crimind justice
systems

Includes arrests, detention,
timeinjail or prison

Decreasein risk
behavior, e.g.,
harm to self or
others

Moved out of
homel essness
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Domain Data Element Definitions Instruments Uses
Decreasein Includes adverse outcomes
adverse medication | related to both consumer
outcomes and provider actions
Decreasein
adverse medical
outcomes
Engagement Multnomah (MCAS 14,15) (PD) Thisis an intermediate outcome that
in Treatment influences other outcomes.
Stages of Change Readiness and Treatment
Eagerness Scale (SOCRATES) (PD) #
Improved Improvement is the result
engagement of improved understanding
in/adherenceto of condition and
treatment engagement in treatment

planning. For example, the
person has greater
knowledge and awareness
of the full array of
treatment options; has
improved therapeutic
aliance; hasimproved use
of support system; enters
into treatment; actively
engagesin and remainsin
treatment aslong as
necessary; shows readiness
to change; adheresto
recommendations
regarding treatment (type,
frequency, duration);
adheres to medication; is
an informed participant in
the treatment process and
treatment decision-making.
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Domain

Data Element

Definitions

Instruments

Thisaso involves
improved ability to talk to
authority figures, to
advocate for oneself
(adults and children)
and/or for achild and/or a
family, and to refuse
treatment.

Quality of
Life

CdliforniaQuality of Life (CA-QOL) (PD)

Medical Outcomes Study Short Form-36
(SF-36) (MA) (Pr)

Multnomah (PD)

Ohio Mental Health Consumer Outcomes
System, Adult Consumer, Form A, Part 1,
2,5 (0OH) (PD)

Ohio Mental Health Consumer Outcomes
System, Provider Form A (OH) (PD)

Ohio Y outh Problem, Functioning, and
Satisfaction Scales, Parent Rating (OH)
[C,P] (Pr)

Ohio Y outh Problem, Functioning, and
Satisfaction Scales, Y outh Rating (OH) [C]
(Pr)

Improved ability to
meet basic needs
for nutritious food,
safe and affordable
housing,

Improvement in living
situation refers to housing
that is stable, permanent
(for children), safe, and
desired by the consumer
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Domain

Data Element

Definitions

Instruments

physical/personal
safety, headthcare,
transportation

Improved ability to
maintain a
sustainable source
of income

Improved
opportunities for
spiritua and
leisure activities

Recovery

Recovery consists of a
number of discrete but
related elements as
described in Exhibit 1 %

Recovery Measures Compendium, Second
Edition (Pr) >%°%°

Consumer CROS 3.0 (Pr) >
CrisisHostel Healing Scale (PD)

Mental Health Recovery Measure (MHRM)
(PD —with author citation and contact
retained on the form)

Multnomah (MCAS 8,13) (PD)

Ohio Mental Health Consumer Outcomes
System, Adult Consumer Form A, Parts 1, 4
(OH) (PD)

Recovery Assessment Scale (PD) >

Recovery Oriented Survey Instrument
(ROSI) (PD)>

Recovery Self-Assessment (RSA) (PD) *
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Domain Data Element Definitions I nstruments Uses

Recovery-Enhancing Environment Measure
(REE) (Pr) *
Herth Hope Index *®
The Making Decisions Empowerment Scale
(PD)59
Recovery instruments under devel opment
include the Recovery Measurement Tool
(RMT) and the Peer Outcomes Protocol
Questionnaire (Campbell, Cook, Jonikas,
Einspahr)

Feels hopeful

about the future

(Hope)

Feels empowered

(Agency)

Feelsableto

determine the

direction of hig/her

life (Self-

Determination)

Shows increased

motivation to

change (Awareness

and Potentiality)

Acceptance and

integration of one's

illness-related

experiences (Re-

Authoring)

Acceptance and
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Domain

Data Element

Definitions

Instruments

integration of one's
culture (Re-
Authoring)

Improvement in
perceived and
actual self-esteem,
sense of self, self-
respect, dignity,
self-efficacy
(Well-being)

Has created alife
that is broadened
rather than limited
by the experience
of mental illness

(Thriving)

Empowerment in See Domain: Engagement

treatment in Treatment

Meaning and See Domain: Behavior and

purpose Functioning

Self care See Domain: Self Care:
General Heath and
Comorbidity and Domain:
Self Care: Alcohol and
Substance Use/Abuse

Psychol ogical See Psychological

functioning Symptoms, Behavior and

Functioning

Greater knowledge
about
treatment/condition

See Domain: Family
Functioning

(Knowledge)
Ability to ensure See Domain: Self Care:
own safety General Health and
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Domain Data Element Definitions I nstruments Uses

Comorbidity, Relationships
and Domain: Socia
Support, Adverse Events
and Negative Outcomes

Relationships See Domain: Relationships

and socia support | and Socia Support

Quality of life See Domain: Quality of
Life

Integration See Domain: Relationships

and Socia Support
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Appendix 2. Glossary of Terms

Elements of Recovery (extracted from Onken et al., 2004

53)

Per son-center ed elements of recovery

Hope

Hopeisidentified as central to recovery and is
accomplished by the individual through interactions with
othersin the environment, whether those interactions
foster or obstruct the establishment of hopefulness. Itis
often the expectation of better things—reduction of
symptoms, better physical surroundings, or emotional
support—that propels a person toward an improved life
situation and incites the desire to take stepsin that
direction.

Sense of Agency

Recovery is often characterized as rooted in a sense of
agency (i.e., god-directed determination) and most often
in self-agency. Individual is competent and aware of own
ability to face the challenges posed by the psychiatric
disability, treatment, and the stigmaimposed by the
wider society.

Sdf-Determination

Self-determination plays prominently in the recovery
process, as an individual must have the freedom to
design his or her own life path to engage in the work of
recovery. Self-determination includes the ability to make
choices and to understand the consequences of choices
and their impact on others, and can be propelled by the
availability of personal choice within treatment. It is
associated with progress toward independence from the
publicly funded system and with resilience and strength.

Meaning and Purpose

Recovery is partly dependent upon the ability of the
individual to find and pursue meaning and purpose in his
or her life “and this ability is derived through the
interaction of theindividual’sinternal drive within an
environment that offers valued supports and
opportunities”’.

Awareness and Potentiality

Individualsin the recovery process must develop an
awareness that positive change is possible and involves
the notion that one is capable of engaging in change. Itis
also related to readiness to change and hope.

Re-authoring elements of recovery

Re-Authoring

The re-authoring process is the task of recasting the life
experience in a manner through which theindividual is
ableto reclaim a positive self-identity that incorporates
but does not center on the illness and associated traumas.
It isrelated to acceptance and integration. Re-Authoring
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Elements of Recovery (extracted from Onken et al., 2004

53)

begins with the development of coping skills and
develops asthe individual engages in the often-painful
healing process, accomplishes mental, physical and
spiritua wellness and is able to thrive due in part to the
experience of illness that broadened the life experience.
The elements of the Re-Authoring Process are

interlinked, with differences between them being largely

amatter of degree (i.e., an individual may consistently
incorporate coping techniques and modulate the effects
of theillness [wellness] or may be in the beginning
stages of identifying coping skills[coping]).

Coping

Coping is the beginning of the Re-Authoring Process and

hinges on the individual’ s ability to identify unique
techniques that enable him or her to weather theillness.

Healing

The healing process involves overcoming the harm
incurred through an individual’ s experience with the
illness aswell as with the associated stigma and
discrimination. It is associated with acceptance and
integration.

Wellness

Wellness encompasses the devel opment and use of
coping skills to promote health and navigate the

challenges presented by the psychiatric disability and life

stressors. It involves the ability to care for oneself ina
holistic way - mental, physical and spiritual wellness.

Thriving

Thriving isaprocessin which individuals experiences

of dealing with traumatic life events lead them to become

better off than they were beforehand. When thriving,
individuals rebuild their lives through the Re-Authoring
Process, creating lives that are broadened rather than
limited by the experience of mental illness.

Exchange-centered elements of recovery

Social Functioning

The elements of Socia Functioning and Socia Roles,
Power, and Choice Among Meaningful Options are

realmsin which individuals are able to engage as aresult

of the Re-Authoring Process and are also dependent on
an exchange with the wider community.

Social Roles Recovery involves active involvement in socia roles,
either by regaining roles that were lost or through the
creation of new socia roles. Peer support can play an
integral role in promoting positive social functioning.

Power Recovery is political as well as personal- to recover

fosters expressions of power and collective socia action.
Individuals tap into and expand on their own power often

through the referent power of common community with
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Elements of Recovery (extracted from Onken et al., 2004 >°)

likeindividuas, shaping their life experience as well as
the wider community.

Choice Among Meaningful | Recovery is not possible without meaningful options
Options from which to choose (treatment options, jobs, education,
living arrangements). Opportunities need to be present to
build choice making skills and to take risks.

Community-center ed elements of recovery

Social The elements of Social Connectedness/Rel ationships,
connectedness/relationships | Social Circumstances/Opportunities and Integration rely
on opportunities within the community. Human
connection plays alarge role in the healing process and
recovery. The process of recovery is moved forward
through interaction with othersin supportive
relationships.

Socia Relevant instrumental (material) supports and social
circumstances/opportunities | opportunities must be available for person-based capacity
to develop. Recovery is promoted through the provision
of opportunities within the community, involving basic
needs, meaningful activities, valued roles as well as
trusting relationships. None of the elements of recovery
are possible in avacuum of valued opportunities.

Integration The ability to live among (and interact with) others—
mutual positive interdependence—is a hallmark of
community and an underpinning of the recovery process.
Integration involves both the incorporation of the illness
into the self-concept as well as the individual into the
wider community.
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