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Generic Measures Instruments

BASIS-32

Original Version Author: Susan V. Eisen

This instrument is a 32-item self-administered (or structured interview) questionnaire developed to assess outcomes of mental health treatment for populations undergoing inpatient psychiatric hospital care for a wide range of disorders (can also be used in outpatient populations).  The five domains measured by the BASIS-32 are: psychosis, daily living/role functioning skills; relation to self/others; impulsive addictive behavior; and depression.

(The instrument may be ordered from Susan V. Eisen, Assistant Director, Department of Mental Health Services Research, McLean Hospital, 115 Mill St., Belmont, MA,  02178, 617-855-2425, fax 617-855-2948)

Child Health Questionnaire (CHQ)

Original Version Author: Jeanne M. Landgraf

The Child Health Questionnaire (CHQ) has been normed in a representative sample in the US, and is being used in large population studies in Australia, Ireland, and the UK.  Additionally, it has been rigorously translated into 13 languages using emerging international guidelines: American-Spanish, Canadian-French, Finnish, French, German, Dutch, Italian, Greek, Honduran, Mexican, Norwegian, Portuguese, Swedish (the Trust distributes only the English version).  As documented in the 571-page user’s manual, all CHQ forms yield a 14-concept health status and well-being concepts as well as reliable and valid summary (physical and psychosocial health) scores. 

This instrument is comprised of scales specifically developed for children and adolescents five years of age and older.  The CHQ assesses a child’s physical, emotional, and social well-being from the perspective of a parent or guardian {CHQ-PF50 and PF-28 (short form)} or, in some instances, the child directly (CHQ-CF87, for children ten years of age and older).  Areas measured include:

	· general health
	· family cohesion

	· physical functioning
	· change in health

	· limitations in schoolwork and activities       with friends
	· bodily pain or discomfort

	· 
	· behavior

	· mental health
	· self-esteem 

	· emotional or time impact on the parent
	· limitations in family activities


The CHQ has been shown to be useful in comparing groups of children within HMOs, doctor’s offices, schools, including onsite clinics, clinical trials, and large population based research efforts (e.g., Medicaid).  State-of-the-art administration, processing, and scoring systems for the 28-item and 50-item parent-completed forms are forthcoming.  Scoring algorithms for all forms are documented on a computer diskette included with the CHQ User’s Manual.

Frequently Asked Questions 

1. What does CHQ-PF and CF mean?

CHQ stands for Child Health Questionnaire.  The two letters that follow indicate whether it’s to be completed by the parent/guardian (PF) or the child (CF).  The number indicates length—the actual number of items to be completed.

2. What is the CHQ?

The CHQ is a paper and pencil questionnaire comprised of sets of questions (known as item sets or scales) that have been specifically developed for children and adolescents five years of age and older.  The CHQ assesses a child’s physical, emotional, and social well-being from the perspective of their parent/guardian or, in some instances, the child directly.

3. What areas of health does it measure?

The child/adolescent’s general health, change in health, physical functioning, bodily pain/discomfort, limitations in school work and activities with friends due to physical problems or emotional/behavioral difficulties, behavior, mental health, and self-esteem.

4. Who answers it?

The child’s parent or guardian completes the CHQ-PF50 and 28.  The CHQ-CF87 can be completed by children 10 years of age and older.

5. How long is it?

There are two parent lengths—50 and 28 items.  The 28-item form is best for large population studies where many children will be evaluated.  The most common parent-completed form is the CHQ-PF50.  The child-completed form is the CHQ-CF87, consisting of 87 items.  A child short-form is not yet available. 

6. How is the CHQ administered?

The CHQ is designed to be completed by the parent/guardian or child without assistance.  Interviewer scripts have been developed and used, but the norms were collected by using a mail-out/mail-back method of administration.

7. How is the CHQ scored?

There are two ways to score and report CHQ data.

First, overall means for the individual CHQ scales and items can be derived using a simple summated rating approach.  This method yields a profile for each of the 14 health concepts.  Second, the individual scale scores can be aggregated to derive two summary component scores of physical and psychosocial health.

8. How are the CHQ scores interpreted?

A higher score always indicates more favorable ratings of health and well-being.

Scores can be compared to a representative sample of children in the US Preliminary profiles for some child conditions have also been collected.

9. Is there automated administration or scoring software?

Discussions are currently under way to develop state-of-the-art administration, processing and scoring systems.

10. Does it cost anything to purchase the CHQ itself?

All users are asked to purchase a copy of the User Manual as it contains important information about the CHQ including the forms themselves, administration, scoring and interpretation.  Norms and sample size estimates are also provided.

If it is to be used for research purposes there is not additional cost to reproduce the CHQ once the user registration form page is signed and returned.  Additionally, the Medical Outcomes Trust requires that their Project Registration Form be filed for their purposes.   Permission for commercial applications is routinely licensed for a fee.  A user registration form is included in the Manual.  A Trust Project Registration Form will be included as well.

Instrument Packet Includes:
· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· A 571-page Child Health Questionnaire User’s Manual;

· A computer diskette with the scoring algorithms for SAS and a test data set;

· Technical notes article from the May 1997 Bulletin titled “The Child Health Questionnaire: Design and Application”; and

· The 1997 SourcePages: Health Outcomes Field Resource Guide.

Order Code: I-CHQ
US$ 250

Child Health and Illness Profile—Adolescent Edition (CHIP-AE™)

Original Version Authors: Barbara Starfield and Anne Riley

The CHIP-AE™ is a generic self-report instrument to obtain the reports of adolescents (11-17 years old) about their own health.  It was designed to identify systematic differences in health in subpopulations of adolescents, including the socioeconomically disadvantaged, and to assess the impact of health services interventions on health status.  It includes six domains that provide a comprehensive picture of health.  They are satisfaction (12 items), achievement (36 items), disorders (54 items), risks (58 items), discomfort (45 items), and resilience.  It was designed to describe the health of groups of adolescents and to evaluate changes in the health of groups of adolescents.  Each of the domains of health is amenable to health services intervention.  The computerized scoring program provides scores for the domains and the 20 sub-domains.  There are four basic uses of the CHIP-AE™:

· to describe the health of a single group of adolescents;

· to compare groups of adolescents;

· to assign youths to one of thirteen specific health profile types; and

· to evaluate the impact on adolescent health of changes in health or welfare policy or evaluate the effect of a large clinical or policy intervention.

Frequently Asked Questions

1.  Why use the CHIP-AE?  What will it tell me?

The CHIP is a self-report instrument to obtain the reports of adolescents (11-17 years old) about their own health.  It includes six domains that describe all aspects of health,  Discomfort, Satisfaction, Risks, Resilience, Achievement and Disorders, as well as subdomains in each. The computerized scoring program provides scores for the domains and the 20 subdomains.

The CHIP-AE is a generic health status measure that was designed to describe the health of groups of adolescents.  That is, it is intended as a population-based measure of health. 

There are four basic ways to use the CHIP.  Often, you will use it in more than one way in a single assessment.

(1) You can use it to describe the health of a single group of adolescents (at least 15 respondents).  Their domain scores can be compared to the standard scale score of 20.  

(a)  Twenty is the average score obtained by adolescents in a Baltimore sample and has been shown to accurately reflect the average score for several other large populations of adolescents.  

(b) The CHIP has not yet been normed and so there are no cut-off scores to define who is in good and poor health.   However, the standard deviation for each scale is 5.  It is reasonable to assume that youth whose scores are more than a half-standard deviation from the mean (below a score of 17.5 or above 22.5) are doing more poorly (or better) than the majority of other youth.  

(2) You can also use it to compare groups of adolescents.  Teens can be selected or grouped on the basis of their gender, age, family income, school status, or some other important factor.

(a) The subgroups can be compared on the basis of their scores on the six domains or even on the 20 subdomains. 

(3)  It is possible to assign youth to one of 13 specific health profile-types.  The profile types describe health at the person-level, using each respondent’s domain scores to describe their health comprehensively.  It is likely that each profile-type is associated with specific needs for both the type and level of health services.  On average, about 42% of youth are in a good or average health profile-type, indicating they do not need more than routine health and preventive services.  The other 58% of youth appear to have poor health in at least one domain, indicating the need for further assessment and/or intervention.  

(4) You can use the CHIP to evaluate the impact on adolescent health of a change in health or welfare policies or evaluate the effect of a large clinical intervention.  This involves administering the CHIP more than once to the same adolescents in a manner that allows their responses to be compared.  The changes in their domain/subdomain scores can be compared from the first to subsequent responses and can be compared between the treatment and comparison groups, when available.

2.  How long does it take to give the CHIP?

Adolescents usually complete the CHIP-AE in 30 minutes or less.  Those who have difficulty reading and comprehending may take longer.  A few minutes may be needed in the beginning if there is a consent form or for group administration in order to give basic procedural information.

3.  Is there a parent version?  

There is not a parent version of the CHIP-AE.  Adolescents are keenly aware of their health and are able to provide important perspectives that their parents cannot.  The adolescents’ responses have been shown to have acceptable reliability over a one-week time period, demonstrating test-retest reliability that is comparable to that of parents.  There is a parent version for the CHIP-CE (Child Edition) that is intended for parents of children 6-11 years old, however it would not be appropriate for parents of children over 11 years old.

4.  How does the CHIP differ from other health status instruments?

The CHIP provides a comprehensive picture of health, it includes the adolescents’ experience of physical and emotional symptoms and activity limitations over the past month, perceptions about his/her health and self-esteem, reports of risk-taking behavior, health protective behaviors and states including personal problem solving, family involvement and nutritional practices, reports of academic performance, and conditions and disorders that the adolescent has experienced.

5.  Is there a short form?

There is not a short form available for the CHIP.  As the main purpose of the CHIP is to describe the health of populations of youth, it is fundamentally important that it be a broad assessment of different common types of health problems.  A short version is not able to be broadly descriptive.

6. Which domains and sub-domains are most useful for clinical studies?  Can selected sections of the CHIP be administered?

The CHIP was developed to be consistent with the best conceptual framework of health available.  Each of the domains is important for understanding a youth’s health state, indicating the need to administer it in its entirety.  However, information obtained on the Disorders domain may be obtained from medical records, and in this instance the Disorders domain can be omitted. 

The domains that are most useful for clinical studies are the Discomfort and Satisfaction domains.  It is rarely valuable to give these domains alone, except as an interim measure between the initial and final assessments.  The entire CHIP is able to provide a full description of an adolescent’s health and should be administered whenever a health intervention is being evaluated because of the possibility that unexpected effects may change the outcomes in other dimensions of health than those being targeted.

7.  Can I omit some of the items?

No.  Omission or alteration of items invalidates the psychometric qualities of the subdomain, the domain and the overall instrument.  By omitting or altering items, the CHIP is changed and the terms of the copyright protection prohibit users from citing it as the instrument used.

8.  Is there a Spanish version?

Yes, it is available from the authors.  Contact Ruth Hurd at (410) 955-9725 or rhurd@jhsph.edu.

9. Why are Resilience and Achievement part of the conceptual framework of the CHIP?  Can health care really influence these aspects of health?

Resilience and Achievement are fundamental aspects of health.  Resilience is a measure of the resources that the person has to protect, maintain and improve their health state.  Such factors as family involvement and personal problem solving ability as well as nutritional and safety behaviors have been shown to be important factors in the future health of youth.  

Achievement describes the extent to which the adolescent meets social role expectations.  The main role expectation for adolescents is school performance which is a critical factor in the well-being of youth.  Strong evidence indicates that youth who do not perform well in school are much more likely to be engaged in the use of drugs, alcohol, and other health risk behaviors.  

10.  Can I compare my sample population to the CHIP normative sample? 

Yes and no.  There is not a normative, national population-based sample yet available for the CHIP.  However, the reference group of youth from Baltimore used to establish standardized scores (mean of 20, standard deviation of 5) serves the same basic purpose.  The mean scores in five additional diverse groups of youth have been similar to that of the Baltimore reference group.

10.  Is the CHIP useful for clinical studies?

The CHIP has not been tested for use in clinical studies, although it has been used in several that we know of.  Its psychometric properties are comparable to those of the majority of instruments being used in clinical studies, and it has a five-point response format that should permit adequate sensitivity to changes over time.  Nonetheless, it’s predictive validity and sensitivity have not been tested at this time.

11.  Can the CHIP be used as a diagnostic tool?

No.  The CHIP should never be used to make a diagnosis.  It can indicate whether an adolescent is likely to have a syndrome or set of problems that are consistent with a diagnosis, but it is not a diagnostic instrument.

12.  How easily is the CHIP scored?

The scoring of the CHIP is straightforward for most subdomains in that the items are summed and divided by the number of items completed to provide item-level raw scores.  The raw scores then must be converted to standard scores, according to an algorithm.  These procedures are easily accomplished by entering the data into the CHIP data entry program and then applying the scoring program to the output of the data entry program.   The computerized data entry and scoring programs are available from the distributor, the Medical Outcomes Trust.

13.  How may I get a translation of the CHIP? 

For translations contact the authors:

Dr. Anne Riley at ariley@jhsph.edu or (410) 955-2371. 

Dr. Barbara Starfield at (410) 955-9725 or

Instrument Packet Includes:
· A master copy of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· Scoring information;

· Reprints of five publications describing the instrument’s development, measurement, and/or applications properties; 

· A Frequently Asked Questions list to aid the instrument’s user; and

· The 1997 SourcePages: Health Outcomes Field Resource Guide.

Order Code: I-CHIP

US$ 125

Duke Health Profile (DUKE)

Original Version Author: George Parkerson

The DUKE is a 17-item generic (i.e., not disease-specific) questionnaire that measures respondent-reported functional health status and health-related quality of life during a one-week time period for adults 18 years or older.  It is user-friendly because its items are small in number, brief, and easy to understand, and because each item has only three simple response options.  It can be self-administered or interviewer-administered usually in less than five minutes.  Scoring for the 11 scales of the DUKE can be done manually or by computer.

Six scales measure functional health.  They are physical, mental, social, general, perceived health, and self-esteem.  Five scales measure dysfunctional health.  They are anxiety, depression, anxiety-depression, pain, and disability.  

The physical, mental, social, and perceived health scales and the disability scale are independent of each other in that none of their items are shared, whereas the other scales have shared items.

Frequently Asked Questions

1. How was the DUKE developed?

The DUKE is a refinement of the original Duke-UNC Health Profile (DUHP).  The DUHP is a 63-item generic measure that was developed from 1978 to 1981 by faculty and staff from Duke University and the University of North Carolina School of Public Health. Of interest is that the developers of the DUHP were not aware of the instruments being developed at about the same time in the Rand Health Insurance Study (HIS). As a result, the DUHP and the RAND instruments were developed concurrently but independently of each other.

The Duke Health Profile (DUKE) was developed to overcome certain problems with the DUHP by reconceptualizing the scales, expanding the number of scales to include dysfunction, reducing the number of items, changing the number of item response options to three for each item, and changing the time frame from one month to one week .  The items themselves were left essentially unchanged.

2. What are the applications of the DUKE?

The DUKE has been used primarily for research on health-related outcomes in the clinical setting. Because of its predictive value, the DUKE is one component of a new ambulatory case-mix classification system called the Duke Case-Mix System (DUMIX).  The 7-item anxiety-depression scale (DUKE-AD) has been used as an effective screener for DSM-III-R major anxiety and depression.  The DUKE-AD can be administered independently, with manual scoring simple enough to be done by the respondent. In addition, the DUKE  has been used in health promotion programs to give medical students feedback on their personal health status.

3. How does the Duke Health Profile (DUKE) compare with the SF-36 and SF-12?

All three instruments measure health-related quality of life and functional health status in the generic sense (i.e., not disease-specific) as reported by the individual respondent. The DUKE and SF-36 can be scored for multiple scales (11 and 9 scales, respectively), compared with only two for the SF-12. Scoring is done best by computer in all three, but the DUKE also can be scored manually with relative ease. Psychometric reliability is higher for the SF-36, partly because of the greater homogeneity and larger number of its items. Validity has been strongly supported for all three measures, while responsiveness (i.e., sensitivity to real change in health over time) has been tested in only a few studies. User friendliness is enhanced for the DUKE because the wording of its questions is somewhat simpler, and there are only three response options for each question. 

4. Which translations are available? 

The DUKE has been translated into 10 languages: Chinese, Dutch, French, German, Italian, Norwegian, Polish, Spanish (Castilian), Spanish (Latin-American), and Swedish. They are available in the User’s Guide.

5. In which populations has the DUKE been used?

The DUKE has been used mostly for primary care patients, but also for normal medical students and insurance policyholders, and for patients with chronic lung disease, insulin-dependent diabetes, end-stage renal disease requiring hemodialysis, and cardiac and musculoskeletal disorders.

7.  Are scores from a national population sample available for reference?

No, but reference score values are available in the Users Guide for eight age-gender categories in a sample of normal insurance policyholders (N=3521) and a random sample of primary care patients (N=1997). 

8.   May we have permission to use the DUKE?

The developers of the DUKE encourage its use by others.  Although the measure is copyrighted to assure quality control, permission to use it for clinical and research purposes is granted upon request, usually without charge. Permission for commercial use must be negotiated with Duke University.

9.  How can we obtain more information about the DUKE?

Further information is available in the Users Guide for Duke Health Measures by George R. Parkerson, Jr., M.D., M.P.H., published by the Department of Community and Family Medicine, Duke University Medical Center, 1999.  

Telephone: 919-681-3043, E-mail: parke001@mc.duke.edu

Instrument Packet Includes:
· A master copy of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· DUKE User’s Guide for Duke Health Measures;

· Reprints of six publications describing the instrument’s development, measurement, and/or applications properties; 

· A Frequently Asked Questions list to aid the instrument’s user; and

Order Code: I-DUKE 

US$155

London Handicap Scale

Original Version Author: Rowan H. Harwood

The London Handicap Scale is a six-item instrument that measures health status in patients with chronic, multiple, or progressive diseases, including evaluation of interventions deployed in their treatment, including rehabilitation.  The scale generates a profile of handicaps on six different dimensions (mobility, physical independence, occupation, social integration, orientation, and economic self-sufficiency) and an overall handicap severity score.  Each dimension has six levels, arranged in order of increasing disadvantage. Together this information forms a descriptive profile of the individual.  The scale is suitable for adults, but was not designed for use with children.  The particular issues of chronic disease, multiple pathologies, and the importance of environmental and social factors arise frequently in the elderly, for whom the scale is particularly appropriate.

Instrument Packet Includes:
· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· A 68 page London Handicap Scale Scoring Manual; 

· Reprints of four publications describing the instrument’s development, measurement, and/or applications properties; 

· Technical notes article from November 1996 Bulletin titled “The London Handicap Scale: Intention, Scope, and Application”; and 

· The 1997 SourcePages: Health Outcomes Field Resource Guide.

Order Code: I-LHS

US$ 125

Sickness Impact Profile (SIP)

Original Version Author: Marilyn Bagner

A 136-item self- or interviewer-administered, behaviorally-based, health status questionnaire.  Everyday activities in 12 categories (sleep and rest, emotional behavior, body care and movement, home management, mobility, social interaction, ambulation, alertness behavior, communication, work, recreation and pastimes, and eating) are measured.  Respondents “endorse” items that describe themselves and are related to their health.  The SIP is scored according to the number and type o items endorsed.  Scoring can be done at the level of categories and dimensions as well as at the total SIP level.

Instrument Packet Includes:

· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· An 89 page Sickness Impact Profile User Manual;

· Technical notes article from March 1996 Bulletin titled “The Sickness Impact Profile: Part I”;

· Reprints of two articles on the development and formulation of the instrument.

Order Code: I-SIP

US$ 160

Quality of Well-Being Scale (QWB)

Original Version Author: Robert Kaplan

The QWB is an interviewer-administered instrument that measures well-being in individuals based on the social preferences that society generally associates with a person’s level of functioning at specific point in time.  For each individual the scale averages values across three ratings of functioning: mobility, physical activity, social activity, and across one rating of symptomatic complaints that might inhibit function.  Based upon the interview, a single functional level is assigned to each respondent within each of the four domains, and each level is given a weight based on large population surveys of preferences of each functional level.

Instrument Packet Includes:
· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· A 300-page Quality of Well-Being Scale User Manual;

· Technical notes article from May 1996 Bulletin titled “Instrument Application: Quality of Wel-Being Scale Used to Assess Treatment Intervention”; and

· Reprints of three articles on validation of the QWB.

Order Code: I-QWB

US$ 160

Primary Care Assessment Survey (PCAS)

Original Version Author: Dana Gelb Safran

The PCAS is a 51-item, patient-completed questionnaire designed to measure the seven essential features of primary care:

· access;

· continuity;

· comprehensiveness;

· integration;

· clinical management;

· “whole-person” orientation; and

· sustained clinical-patient relationship.

The PCAS is intended for performance measurement and quality improvement at the individual physician, group practice, health plan, or delivery system level.  All concepts are measured in the context of a specific clinician-patient primary care relationship, and reference the entirety of that relationship (i.e., not visit-specific).

Instrument Packet Includes:

· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· Scoring and interpretation information; 

· Reprints of six publications describing the instrument’s development, measurement, and/or applications properties.

Order Code: I-PCS

US$ 125

SF-12 Health Survey

Original Version Author: John E. Ware, Jr.

A 12-item (two minute) version of the SF-36 Health Survey, designed for use in monitoring outcomes for general and specific populations.  The packet includes two manuals, both the standard (4 week) and acute (1 week) recall versions for self-administration as well as scripts for personal interviews.  The manual documents scoring algorithms for physical and mental health summary scales, and provides a summary of scale construction methods and results of preliminary psychometric evaluations.  Each step in the scoring process is explained in detail.  Because SF-12 scoring algorithms involve weighted item response, a computer diskette with the scoring code for SAS and a test data set for checking scoring accuracy is included in the manual.  Also suggested is the SF-36 Physical & Mental Health Summary Scales Manual that provides you with norm-based interpretive data to use with the SF-12.

For further information, please go to www.sf-36.com.  For information on translations, please e-mail info@iqola.org. 

SF-36 Health Survey

Original Version Authors: John E. Ware, Jr.

The SF-36 is a 36-item instrument for measuring health status and outcomes from the patient’s point of view.  Designed for use in surveys of general and specific populations, health policy evaluations, and clinical practice and research, the survey can be self administered by people 14 years of age or older, or administered by trained interviewers either in person or by telephone.  The SF-36 measures the following eight health concepts, which are relevant across age, disease and treatment groups:

· limitations in physical activities because of health problems;

· limitations in usual role activities because of physical health problems;

· bodily pain;

· general health perceptions;

· vitality (energy and fatigue);

· limitations in social activities because of physical or emotional problems;

· limitations in usual role activities because of emotional problems; and

· mental health (psychological distress and well-being).

The surveys standardized scoring system yields a profile of eight health scores and a self-evaluated change in health status.

For further information, please go to www.sf-36.com.  For information on translations, please e-mail info@iqola.org.

Condition-Specific Measures Instruments

Adult Asthma QoL Questionnaire (AQLQ)

Original Version Author: Elizabeth Juniper

A 32-item disease-specific instrument for adults with asthma.  The aim of the AQLQ is to reflect areas of function important to adult asthmatics.  Available in both interviewer-administered self-administered forms, the four domains measured by the AQLQ are activity limitations, emotional function, exposure to environmental stimuli, and symptoms.

Note:  This instrument is not currently distributed by the Trust.  Please contact the Trust for ordering information.

Paediatric Asthma Quality of Life Questionnaires

Original Version Author: Elizabeth Juniper

Includes:

Paediatric Asthma Quality of Life Questionnaire (PAQLQ) 

This is a 13-item disease-specific instrument designed to measure the impact of children’s asthma on their primary caregiver’s quality of life, specifically, how it measures normal daily activities and contributes to anxieties and fears.  The two domains measured by the PACQLQ are activities and emotions.

Note:  This instrument is not currently distributed by the Trust.  Please contact the Trust for ordering information.

MOS-HIV Health Survey

Original Version Author: Albert Wu

The MOS-HIV is a brief, comprehensive health status measure containing 35 questions that measure 10 dimensions of health: general health perceptions, pain, physical functioning, role functioning, social functioning, energy/fatigue, mental health, health distress, cognitive function, and quality of life.  A single item is also included to assess health transition.  Subscales of the MOS-HIV are scored as summated rating scales on a 0 to 100 scale; higher scores indicate better health.  In addition to these subscales, two summary scores can be generated: physical health summary and mental summary scores.  The instrument takes approximately five minutes to complete and can be self-administered.  Alternatively, it can be given as a face-to-fact or telephone interview.

Instrument Packet Includes:

· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· MOS-HIV Health Survey Scoring Guidelines Manual; 

· Reprints of six publications describing the instrument’s development, measurement, and/or applications properties; 

· Technical notes article from January 1997 Bulletin titled “Instruments: The Medical Outcomes Study HIV Health Survey (MOS-HIV)”;

· MOS-HIV Health Survey bibliography.

Order Code: I-HIV

US$ 125

Migraine Specific Quality of Life (MSQOL)

Original Version Author: Donald Patrick

The MSQOL is a 25-item self-administered instrument developed to measure long-term effects of migraine and migraine treatment on quality of life.  Items are summed to provide an overall score and three subscores measuring physical, emotional, and social domains.  A total MSOL score can also be calculated.

Instrument Packet Includes:

· A master copy of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· A 44 page MSQOL User’s Manual and Scoring Diskette;

· Article reprint from January 1998 Bulletin titled “Instrument Development: Migraine Specific Quality of Life Measure (MSQOL)”.

Order Code: I-MSQOL

US$ 150

Migraine Specific Quality of Life Questionnaire (MSQ v.2.1)

Original Version Author: Jackie Kwong

The MSQ v.2.1 is a 14-item, self-administered instrument covering areas of specific concern to persons with migraine.  Specifically, it addresses the three factors of role restrictive, role preventive, and emotional function.  It was developed from the MSW v.1.0, © 1992 Glaxo-Wellcome, Inc.; its content was improved by rewording of different items for greater clarification and shortened for easier administration.  The MSQ v.2.1 is intended to respond to a perceived need to develop a health status measure that would adequately focus on the physical and emotional limitations which are typically associated with migraine headaches.

Frequently Asked Questions

1. What is MSQ?

MSQ (Migraine Specific Quality of Life Questionnaire) is a disease-specific quality of life instrument developed to assess quality of life relating to migraine.  MSQ Version 2.1 consists of 14 questions.  The questions measure the impact of migraine on HRQoL in 3 dimensions.

· Role Function-Restrictive (7 questions)—examines the degree to which performance of daily activities is limited by migraine

e.g. In the Past 4 weeks, how often have you had difficulty in performing work or daily activities because of migraine symptoms?

· Role Function-Preventive (4 questions)—examines the degree to which performance of daily activities is prevented by migraine
e.g. In the past 4 weeks, how often have you had to cancel work or daily activities because you had a migraine?

· Emotional Function (3 questions)—examines feelings of frustration and helplessness due to migraine
e.g. In the past 4 weeks, how often have you felt like you were a burden on others because of your migraines?

MSQ is available in both self-administered paper or computerized formats.  The questionnaire takes about 10 minutes to complete.  Previous experience has found the MSQ to have minimal respondent burden.

2. How was the MSQ developed?

MSQ was developed by a team of Glaxo pharmacoeconomic research scientists in the early 1990s.  MSQ (Version 1.0) was first used in clinical trials in 1991.  Questions included in the MSQ were obtained from 3 different sources.  The original questionnaire development included: 1) a review of the migraine literature; 2) the selection of questions that were sensitive to sumatriptan treatment from a migraine clinical trial questionnaire; and 3) generation of items based on discussions with migraine specialists and patients.  A four-phase approach of item selection, reduction, pre-testing and finalization was then used to construct the instrument.  The MSQ (Version 1.0) has supporting evidence of it’s psychometric properties.
MSQ (Version 2.1) is a revised version of the original MSQ.  The revisions were based upon psychometric analyses of data collected in clinical trials, and feedback from patient focus groups and interviews to refine questions, standardize response formats, and improve psychometric properties.

3. How was the MSQ validated?

As the psychometric properties of a HRQoL instrument are dependent upon the circumstances under which the instrument is used, as well-translated instrument does not always guarantee validity.  Therefore, caution should be exercised when the MSQ is used in a new context, or when a newly translated version is first used.  If no previous work has been done in a new context, it may be necessary to conduct additional psychometric analyses.

The psychometric properties of the US English MSQ (Version 2.1) were assessed using data collected from two quasi-experimentalist dies.  The three-factor structure of the MSQ (Version 2.1) was assessed using confirmatory factor analysis.  Multi-trait analyses were performed to evaluate the reliability, validity and responsiveness of the three MSQ dimensions.
4. How is the MSQ scored?

Patients are asked to provide their response to each question using a standard six-point Likert-type scale (None of the time; a little bit of the time; some of the time; a good bit of the time; most of the time; all of the time).  MSQ data entered using the MSQ Analyzer are scored automatically.  Each MSQ dimension is scored independently from 0 to 100 such that a higher score indicates a better quality of life.  A scoring instruction manual is available through the Medical Outcomes Trust.

5. Is the MSQ available in our language?

The original US English version of the MSQ (Version 2.1) has been translated and culturally adapted into the following languages:

· Swedish, Danish, Finnish, Italian, German, French, Dutch, Flemish, UK English, French Canadian, Canadian English, Hungarian, Spanish, Greek (the Trust distributes only the US English version).

The translation process consisted of: Two forward translations, reconciliation meeting, backward translation, comparison of source with backward version, in-depth interviews with people with migraine (cognitive debriefing) and international harmonization.
6. Why is the MSQ a good instrument to consider using?

Although several other disease-specific instruments measuring HRQoL in migraine have been developed, the MSQ has been used most often in published clinical trials of migraine therapy.  The MSQ has demonstrated evidence of reliability, validity, and responsiveness.

7. How has the MSW been used?

The MSQ has been used in migraine studies conducted in the US and internationally.  A list of published migraine studies using the MSQ is provided in the Further Readings Section.  A recent example of the use of MSQ (Version 1.0) was a study conducted in a US managed care setting that assessed the impact of sumatriptan on quality of life.  Another example was multinational study (Australia, Canada, Germany, Italy and Sweden) that assessed the effect of subcutaneous sumatriptan on quality of life.
8. What sort of results can I expect to see using the MSQ with drug treatment?

An example of MSQ results is shown in Figure 1:



These data were adapted form a previous study that compared HRQoL of patients before and after using sumatriptan for the acute treatment of migraine attacks during a 6-moth period using the MSQ (Version 1.0).  At 3 months and 6 months, sumatriptan was associated with significant improvements relative to pre-sumatriptan baseline in MSQ scores for each dimension (p<0.05).

9. Is the MSQ responsive to change?  What is a meaningful change for the MSQ scores?

Responsiveness of the MSQ was assessed by the standardized response means (SRM), Glass’ effect size (GES), and Guyatt’s responsiveness statistic (GRS) using data from two quasi-experimental studies.  Estimates of SRM, GES, and GRS after 12 weeks of migraine management for patients new to the study headache centers are shown in Table 1:

Table 1: Responsiveness statistic 12 weeks from baseline

	
	SRMa
	GESb
	GRSc

	Role Restrictive
	0.58
	0.58
	1.02

	Role Preventive
	0.54
	0.51
	0.84

	Emotional Function
	0.60
	0.65
	0.89


aSRM = mean change / standard deviation of change

bGES = mean change / standard deviation at baseline

cGRS = mean/change of responders / standard deviation of change score from non-responders (responders were defined as patients reported as a global change in quality of life).

Meaningful change (or minimal clinically important difference) for the MSQ were estimated by comparing the mean change of MSQ scores for patients who reported to be better, same or worse to a global rating of change in overall health-related quality of life.  Preliminary results suggested the meaningful change for Role Restrictive, Role Preventive, and Emotional Function dimensions were approximately 7 points, 9 points and 6 points, respectively.  However, due to the insufficient sample size for subgroup analysis, these results are not conclusive.  Further research is needed to confirm the estimates of meaningful change for the MSQ.

10. Has the MSQ been used in individual patient assessment?

Previous studies of the MSQ had been focused on group-level comparison.  Hence, the psychometric properties of MSQ in individual-level comparisons have not been evaluated.  The MSQ Analyzer has been developed to facilitate collection of patient-level data in the clinical setting.  Further research is needed to address this issue.

11. How do I get permission to use the MSQ?

The MSQ is copyrighted and registered with the United States Library of Congress by Glaxo Wellcome, Inc.

Any researcher or practitioner interested in using the instrument must obtain written permission for its use.  Users of the MSQ may be required to provide psychometric information from studies using the MSQ to the copyright holder upon request.

Permission to use the MSQ can be obtained through the Medical Outcomes Trust.  The Trust is a non-profit public service organization that serves as a depository and distributor of high quality, standardized measurement instruments.

12. I want to measure the HRQoL, but when might it be better to consider instruments other than the MSQ?

MSQ is a reliable and valid instrument in migraine quality of life measurement.  However, if your study is designed to compare the impact of migraine with another condition, a generic instrument such as the SF-36 should also be considered.

Many migraine studies routinely include a generic measure in addition to the disease specific instrument.  This is useful as it helps to compare the impact of different conditions with one another and the results are often better understood.

13. Where can I get more information about the MSQ and its use?

A list of published studies that have evaluated or incorporated the MSQ is provided in the Further Readings section at the end of this review.  You may also contact the Medical Outcomes Trust for further information.

Instrument Packet Includes:

· A master copy of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· Scoring and interpretation information and software; 

· Reprints of six publications describing the instrument’s development, measurement, and/or applications properties; 

· A Frequently Asked Questions list to aid the user.
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24-Hour Migraine Quality of Life Questionnaire (24-Hr-MQOLQ)

Original Version Author: Nancy C. Santanello

The 24-Hr-MQOLQ is a 15-item, self-administered questionnaire aimed at assessing the quality of life of migraine sufferers within a 24-hour period after having taken migraine medication and within the first 24 hours of a migraine attack, a period for which there existed no condition-specific quality of life questionnaire previously.  The items cover five domains, which are work, social, energy and vitality, feeling and concerns, and symptoms.  The 24-Hr-MQOLQ is designed to assess the health of specific populations at a point in time.

Frequently Asked Questions

1. Can the 24-Hour Migraine Quality of Life Questionnaire be used in the same study with any other generic health-related of migraine specific quality of life measures?

The 24-Hour Migraine Quality of Life Questionnaire captures the impact associated with an acute migraine attack and the therapy taken at the time of an acute attack.  The questionnaire can be used in conjunction with any other health-related or migraine specific quality of life questionnaire.  This may be particularly useful if the study design covers a longer time period of time, in order to provide an assessment of the longer-term impact of a migraine intervention.

2. For what age groups is the 24-Hour Migraine Quality of Life Questionnaire appropriate?

The 24-Hour Migraine Quality of Life Questionnaire was developed and validated with adult migraineurs aged 18 and older.  

3. Can the time frame of the 24-Hour Migraine Quality of Life Questionnaire be modified so that we can ask it at the beginning and end of a migraine attack?

The questionnaire was specifically developed and validated to cover the entire 24-Hour period after a migraineur first takes migraine therapy for an acute migraine attack.  If the time frame is modified in anyway, the questionnaire is no longer valid and its measurement characteristics are not known.

4. Can the 24-Hour Migraine Quality of Life Questionnaire be used in a study of tension headache or cluster headache?

The 24-Hour Migraine Quality of Life Questionnaire was developed and validated with patients who had a doctor diagnosis of migraine.  While it is true that most migraineurs have mixed headache types and may not suffer with migraines at every headache, the questionnaire very specifically asks questions about the impact of migraine headaches.  The measurement characteristics of the questionnaire in a headache population without migraine are not currently known.

5. Can the 24-Hour Migraine Quality of Life Questionnaire be administered over the telephone?

The developers of the 24-Hour Migraine Quality of Life Questionnaire have only tested the questionnaire by having migraineurs self-complete the questions 24-Hours after first taking migraine therapy for a migraine attack.  Currently, the questionnaire has not been tested for telephone administration.  

6. On average, how long does it take for patients to complete the 24-Hour Migraine Quality of Life Questionnaire?

The 24-Hour Migraine Quality of Life Questionnaire was developed to be brief.  On average, the majority of migraineurs can complete the questionnaire in 5 to 10 minutes.

7. What is the reading level of the 24-Hour Migraine Quality of Life Questionnaire and has it been tested in patients with lower literacy skills?

The 24-Hour Migraine Quality of Life Questionnaire has not been tested specifically in patients with lower literacy skills.   However, the questionnaire, instructions and response options were tested and found to have the following reading levels: 61.7 for Flesch Reading Ease and 5.8 years for the Flesch-Kincad Grade Level.  Therefore, the questionnaire may be appropriate for use in lower literacy populations.  

Instrument Packet Includes:

· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· Scoring and interpretation information; 

· Reprints of three publications describing the instrument’s development, measurement, and/or applications properties; 

· Translation information;

· A Frequently Asked Questions List to aid the user.
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24-Hour Migraine Quality of Life Questionnaire (24-Hr-MQOLQ)-Translations

Original Version Author: Nancy C. Santanello

This instrument has also been translated in several languages; the SAC approved the translation process.  The translations are as follows:

· Canadian English (ca-e)
· Canadian French (ca-e)
· Danish (dk)
· Dutch (nl)
· Finnish (fi)
· Flemish (be)
· French (fr)
· German (de)
· Italian (it)
· Spanish (es)
· Swedish (se)
· UK English (uk)
· Hungarian (hu)
· Greek (gr)

Instrument Packet Includes:

· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· Scoring and interpretation information; 

· Reprints of three publications describing the instrument’s development, measurement, and/or applications properties; 

· A Frequently Asked Questions list to aid user.

Order Code: I-24M-(language adaptation)

US$ 125 plus US$ 20 for each foreign language version ordered
St. George’s Respiratory Questionnaire—UK Parent Version (SGRQ—UK)

Original Author: Paul Jones

American translation and Adaptation of the SGRQ: Judith Barr

The St. George’s Respiratory Questionnaire (SGRQ) is a respiratory-specific, HrQoL measure used to assess patients with mild to severe airway disease.  Developed by Paul Jones at St. George’s Hospital in London in 1990, this measure was designed using the Sickness Illness Profile as a model with items weighted to yield higher scores reflecting higher impact of the airways condition.  It was developed primarily for evaluating interviews and is used very widely in the field.  As described in the American Thoracic Society’s web site on QOL measures, the SGRQ is a “disease-specific instrument designed to measure impact on overall health, daily life, and perceived well-being.”  It was “developed for use by patients with fixed and reversible airway obstruction.”

The measure consists of 50 (76 responses) items that produce three domain and one overall score as follows: Symptom (frequency and severity); Activity (activities that cause or are limited by breathlessness); Impacts (social functioning, psychological disturbances resulting from airways disease).  It is important to note that Section I (Symptoms) contains items on a five-point Likert scale; Sections II (Activity) and III (Impacts) are dichotomous (yes/no) items.

The SGRQ—UK Parent Version has been evaluated and approved as a self-administered instrument:

· to assess the health of specific populations at a point in time;

· to monitor the health of specific populations over time, both cross-sectionally and longitudinally; and

· to evaluate the efficacy and effectiveness of health care interventions.

The process sued to translate the UK Parent Version to the US Version has been evaluated and approved whereas the full psychometric properties of the latter have not.  The Trust will distribute the US Version with the UK Parent Version but does not endorse its scientific integrity.

Instrument Packet Includes:
· A master copy of the UK Parent Version and US adaptation, including royalty-free permission to use and reproduce, as necessary;

· Scoring and Interpretation Guidelines;

· Reprints of six publications describing the instrument’s development, measurement, and/or applications properties; and

· The 1997 SourcePages: Health Outcomes Field Resource Guide.

Seattle Angina Questionnaire (SAQ)

Original Version Author: John Spertus

The SAQ is a 19-item, self-administered questionnaire designed to measure functional status of coronary artery patients.  The questionnaire is composed of five scales to assess clinically important dimensions of coronary artery disease: physical limitation, anginal stability, anginal frequency, treatment satisfaction, and disease perception.  The SAQ has been demonstrated to be responsive to both major changes in clinical status (i.e., improvement in angina-related problems as a result of angioplasty) and smaller changes in angina-related functional status.

Instrument Packet Includes:

· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· Seattle Angina Questionnaire Scoring and Interpretation Guidelines;

· Reprints of five publications describing the instrument’s development, measurement, and/or applications properties; 

· Technical notes article from the November 1996 Bulletin titled “Instruments: Seattle Angina Questionnaire”.
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Seattle Angina Questionnaire (SAQ)-Translations

Original Version Author: John Spertus

With the assistance of the MAPI Research Institute the SAQ was translated into the following languages in accordance with the Trust’s Translation Criteria as outlined in the 1997 Bulletin.  Please note that this ordering a translated version requires the filing of a User Agreement Form and a Trust Project Registration Form.

· Australian English 

· Canadian French 

· Danish 

· Dutch 

· French 

· German 

· Italian 

· Modification of the original US English version 

· Norwegian 

· Spanish 

· Swedish 

· UK English 

Instrument Packet Includes:

· A master copy of each version of the instrument including royalty-free permission to use and reproduce (upon filing a Project Registration Form), as necessary;

· Seattle Angina Questionnaire Scoring and Interpretation Guidelines;

· Translation information;

· Reprints of three publications describing the instrument’s development, measurement, and/or applications properties; 

· Technical notes article from the November 1996 Bulletin titled “Instruments: Seattle Angina Questionnaire”;

· Congestive Heart Failure Outcomes Resource Packet from the April 1997 Monitor;
· Cardiac Surgery Outcomes Resource Packet from the July 1997 Monitor; and

· The 1997 SourcePages: Health Outcomes Field Resource Guide.

Order Code: I-SAQ-(language adaptation)

US$ 125 plus US$ 20 for each foreign language version ordered

Urinary Incontinence-Specific Quality of Life Instrument—US Parent Version          (I-QOL-US) 

Original Version Authors: Donald L. Patrick, Mona Martin, Donald M. Bushnell

The I-QOL is a self-reported instrument containing 22 items covering three domains of quality of life: avoidance and limiting behavior (8 items), psychosocial impacts (9 items) and social embarrassment (5 items).  The I-QOL-US is intended to be a quality of life measure specific to persons with urinary incontinence and reflective of significant concerns related to urinary incontinence symptoms.  Each item is rated from “extremely” to “not at all.”  Each domain can be scored separately, and a total score can also be calculated.  Higher scores are better quality of life.  The I-QOL-US is intended to be able to assess the health of specific populations at a point in time and to monitor health of specific populations over time.  It is meant to be used in epidemiological investigations, clinical trials and program evaluations.

Instrument Packet Includes:

· Master copy of the instrument form including royalty free permission to use and reproduce, as necessary;
· 42 page I-QOL Health Survey User’s Manual and Scoring Diskette;
· Reprint of three publications describing I-QOL development and measurement properties.

Order code: I-QOL-US

US$ 200

Urinary Incontinence-Specific Quality of Life Instrument—Alternate Languages Version
Original Version Authors: Donald L. Patrick, Mona Martin, Donald M. Bushnell

Alternate languages include:

	· Afrikaans
	
	· Italian
	

	· Australian English
	
	· Japanese
	

	· Canadian English
	
	· New Zealand English
	

	· Canadian French
	
	· Norwegian
	

	· Danish
	
	· South African English
	

	· Dutch
	
	· Spanish (Spain)
	

	· Finnish
	
	· Swedish
	

	· Flemish
	
	· UK English
	

	· French
	
	· US Spanish
	

	· German
	


Instrument Packet Includes:

· Master copy of  the instrument form including royalty free permission to use and reproduce, as necessary;
· 42 page I-QOL Health Survey User’s Manual and Scoring Diskette;
· Reprint of four publications describing I-QOL development and measurement properties;

· A Frequently Asked Questions list to aid the user;

· Translation diskette;

· Alternate language translation of I-QOL.

Order Code: I-QOL (plus language adaptation)

US$ 200 plus US$ 20 for each alternate language version ordered

All instruments, publications, and materials provided by the Trust are made available to the public at prices that recover the costs associated with production and delivery of these materials.  

Ordering the instrument does not imply permission to use.  Please submit a Project Registration Form to acquire written permission to use the instrument and reproduce as needed.
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Figure 1. Comparison of MSQ dimension scores after 6 months of sumatriptan therapy in a managed care setting (*p<0.05).
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