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CHAPTER |. INTRODUCTION

A. Overview

In 2018, the Administration for Community Living’s National Institute on Disability,
Independent Living, and Rehabilitation Research, within the U.S. Department of Health and
Human Services, funded a Rehabilitation Research and Training Center on Disability
Demographics and Statistics (StatsRRTC). The goal of this center, which is housed at the
University of New Hampshire’s Institute on Disability, is to bridge the divide between the
producers and end users of disability statistics, thereby supporting better data collection, more
accurate information, better decisions, more effective programs, and improved lives for people
with disabilities. As a collaborator with the StatsRRTC, Mathematica is working on several
integrated research and dissemination projects designed to improve existing methods of
collecting disability data and to identify innovative ways to collect data about the experiences of
people with disabilities.

Entities involved in survey data collection—such as federal agencies, university survey centers,
and private polling firms—should (and sometimes by law must) consider the extent to which
their methods create barriers to survey participation for people with disabilities. Yet few
resources are available to address this problem. To fill this knowledge gap, we have created the
Compendium of Disability Data Collection Methods, an easily accessible source of research on
the methodological issues associated with collecting data from or about people with disabilities.
The compendium, an indexed reference list, contains 220 references on the following subjects:

e Disability/impairment type
- Aging and later life disability

- Developmental, intellectual, and cognitive impairments, including dementia, traumatic
brain injury, and learning disabilities

- Sensory and communication impairments, including blindness and low vision, hearing
loss and deafness, autism spectrum disorder, and speech impairments

- Physical impairments, including musculoskeletal conditions, epilepsy, muscular
dystrophy and multiple sclerosis, and other physical disabilities

- Psychiatric impairments and mental health, including anxiety disorders and post-
traumatic stress disorder, psychotic disorders, and mood disorders
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e Data collection

- Data collection mode and adaptive technologies', including interviewer-administered
surveys?, self-administered surveys>, ecological momentary assessments*, and mobile
device-based data collection®

- Interviewing techniques and interviewer effects
- Proxies®
- Inclusive strategies and participatory action research
- Qualitative methods
¢ (Questionnaire design and measurement
- Developing and validating measures and instruments
- Measuring satisfaction and quality of life
e Sampling and nonresponse
e Special populations
- Children and youth with disabilities
- Veterans’ populations

Chapter II of the compendium is a list of references sorted into the above categories and
subgroups, ordered alphabetically within each group. Most entries include a URL so that
users can retrieve the publication. Many of these sources are indexed under more than one
subject because the references have been placed in all applicable categories.

Chapter 111 is a list of references ordered alphabetically by the first author’s last name.

! Includes articles that discuss American Sign Language-based surveys and the use of Braille devices as adaptive
technologies.

Includes computer-assisted telephone interviewing, computer-assisted personal interviewing, and other in-person
survey administrations.

3 Includes web-administered surveys, audio computer-assisted self-interviewing, and mail and other paper-and-
pencil survey administrations.

4 Ecological momentary assessments are methods for collecting data in real time and in everyday contexts to
minimize recall bias. Examples include asking study participants to provide in-the-moment reports of their
behaviors, experiences, and opinions by completing a daily hard-copy, video, or audio diary; using a wearable
device such as an accelerometer; or sharing photos and videos to add context to survey findings.

> Includes data collection efforts that rely on smartphones, texting, wearable devices, and GPS-enabled devices.

% Includes proxy bias and the comparison of proxy and self-reported data.
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B. Development of the compendium

To create the compendium, we conducted a literature search on the topics listed in Section A,
focusing on articles and references published since 20127. We obtained references from many
diverse sources, including the following:

¢ Online journal articles and social science resources, such as SocINDEX, Academic Search
Premier in EBSCO and PsycINFO, and MEDLINE in ProQuest

e Conference presentations, papers, and summaries
e C(Citations from articles and books

¢ Internet search engines, such as Google Scholar
e  Working papers and dissertations

After completing the literature search, we applied eligibility criteria to further specify which
references to include in, or exclude from, the compendium. We included all resources that
discuss, examine, or test methods used to collect data from people with disabilities. For example,
we included articles that summarized analyses of methodological experiments, papers and
presentations that discussed challenges and best practices for collecting data from people with
disabilities, and systematic reviews of various measurement tools. We considered publications
and presentations from all geographic regions in the world for inclusion. For the excluded
references, we screened out any articles for which the full text was not available or accessible, or
for which the full text was published in a language other than English. Due to time and budget
constraints, we did not evaluate the methodological quality of the articles selected for inclusion.

To ensure that all relevant references are included in the compendium, two screeners
independently reviewed each article’s title, abstract, and/or full text. After the first screener
applied the eligibility criteria to the articles generated from the literature search, a second
screener reviewed the inclusion and exclusion decisions made by the first screener. Wherever the
two screeners disagreed, an additional screener reviewed the titles, abstracts, or full text to help
reach consensus.

After screening was complete, we created the reference list by indexing articles under all
relevant topic areas. To ensure that the articles appeared in the appropriate topic areas, an
independent reviewer validated the decisions made by the team member who indexed the
articles.

7 Mathematica has published three versions of the compendium (titled Surveying Persons with Disabilities: A
Source Guide) under prior StatsRRTC contracts. The first version, published in 2006, includes references from
1974 through 2005. The second version, published in 2008, includes references from 2005 through 2007, and the
third version, published in 2013, includes references from 2007 through 2012.
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C. Contact information

Readers who wish to contribute to future updates of the Compendium of Disability Data
Collection Methods should send copies of relevant literature to Jason Markesich, Stacie
Feldman, or Mathematica’s publications mailbox.

E-mail: JMarkesich@mathematica-mpr.com

SFeldman@mathematica-mpr.com

Publications@mathematica-mpr.com
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CHAPTER II. LISTING BY SUBJECT

A. Disability/Impairment Type

1. Aging and Later Life Disabilities

Alvarez-Nebreda, M. Loreto, Marilyn Heng, Bernard Rosner, Michael McTague, Houman
Javedan, Mitchel B. Harris, and Michael J. Weaver. “Reliability of Proxy-Reported Patient-
Reported Outcomes Measurement Information System Physical Function and Pain
Interference Responses for Elderly Patients with Musculoskeletal Injury” The Journal of the
American Academy of Orthopaedic Surgeons, vol. 27, no. 4, 2019, pp. e156—165.

Baker, Ashleigh T., Julie E. Byles, Deborah J. Loxton, Deirdre McLaughlin, Anna Graves, and
Annette Dobson. “Utility and Acceptability of the Modified Telephone Interview for
Cognitive Status in a Longitudinal Study of Australian Women Aged 85 to 90.” Journal of
the American Geriatrics Society, vol. 61, no. 7, 2013, pp. 1217-1220.

Bode, Liv, and Christa Scheidt-Nave. “European and Global Approaches to Survey Ageing
Populations and Perspectives for Joint Approaches to Measure Age-Related Health
Outcomes.” BMC Proceedings, vol. 7, suppl. 4, 2013, online only.

Bousquet, Jean, Joao Malva, Michel Nogues, Leocadio R. Mafias, Bruno Vellas, and John
Farrell. “Operational Definition of Active and Healthy Aging (AHA): The European
Innovation Partnership (EIP) on AHA Reference Site Questionnaire: Montpellier October
20-21, 2014, Lisbon July 2. 2015.” Journal of the American Medical Directors Association,
vol. 16, no. 12, 2015, pp. 1020-1026.

Brehmer-Rinderer, Barbara, Elisabeth L. Zeilinger, Ana Radaljevic, and Germain Weber. “The
Vienna Frailty Questionnaire for Persons with Intellectual Disabilities—Revised.” Research
in Developmental Disabilities, vol. 34, no. 6, 2013, pp. 1958-1965.

Buz, José, and Maria Cortés-Rodriguez. “Measurement of the Severity of Disability in
Community-Dwelling Adults and Older Adults: Interval-Level Measures for Accurate
Comparisons in Large Survey Data Sets.” BMJ Open, vol. 6, no. 9, 2016, online only.

Cridland, Elizabeth K., Lyn Phillipson, Christopher Brennan-Horley, and Kate Swaffer.
“Reflections and Recommendations for Conducting In-Depth Interviews with People with
Dementia.” Qualitative Health Research, vol. 26, no. 13, 2016, pp. 1774—1786.

Davis, Jennifer C., Ging-Yuek Hsiung, Stirling Bryan, Claudia Jacova, Patrizio Jacova, Michelle
Munkacsy, Winnie Cheung, Philip Lee, and Teresa Liu-Ambrose. “Agreement Between
Patient and Proxy Assessments of Quality of Life Among Older Adults with Vascular
Cognitive Impairment Using the EQ-5D-3L and ICECAP-O.” PLoS ONE, vol. 11, no. 4,
2016, online only.

de Vries, Kay, Carol J. Leppa, Rosemarie Sandford, and Vasso Vydelingum. “Administering
Questionnaires to Older People: Rigid Adherence to Protocol May Deny and
Disacknowledge Emotional Expression.” Journal of Aging Studies, vol. 31, 2014, pp. 132—
138.
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Di Bari, Mauro, Francesco Profili, Stefania Bandinelli, Anna Salvioni, Enrico Mossello, Carla
Corridori, Matilde Razzanelli, Teresa Di Fiandra, and Paolo Francesconi. “Screening for
Frailty in Older Adults Using a Postal Questionnaire: Rationale, Methods, and Instruments
Validation of the INTER-FRAIL Study.” Journal of the American Geriatrics Society, vol.
62, no. 10, 2014, pp. 1933-1937.

Digby, Robin, Susan Lee, and Allison Williams. “Interviewing People with Dementia in
Hospital: Recommendations for Researchers.” Journal of Clinical Nursing, vol. 25, no. 7-8,
2016, pp. 1156-1165.

Ding, Yunlong, Jiali Niu, Yanrong Zhang, Wenpeng Liu, Yan Zhou, Can Wei, and Yan Liu.
“Informant Questionnaire on Cognitive Decline in the Elderly (IQCODE) for Assessing the
Severity of Dementia in Patients with Alzheimer’s Disease.” BMC Geriatrics, vol. 18, no.
146, 2018, online only.

Gaertner, Beate, Ina Seitz, Judith Fuchs, Markus A. Busch, Martin Holzhausen, Peter Martus,
and Christa Scheidt-Nave. “Baseline Participation in a Health Examination Survey of the
Population 65 Years and Older: Who Is Missed and Why?” BMC Geriatrics, vol. 16, no. 21,
2016, online only.

Gregersen, Merete, Mette M. Jordansen, and Debby L. Gerritsen. “Overall Quality of Life
(OQoL) Questionnaire in Frail Elderly: A Study of Reproducibility and Responsiveness of
the Depression List (DL).” Archives of Gerontology and Geriatrics, vol. 60, no. 1, 2015, pp.
22-27.

Hendriks, A.A. Jolijn, Sarah C. Smith, Theopisti Chrysanthaki, and Nick Black. “Reliability and
Validity of a Self~Administration Version of DEMQOL-Proxy.” International Journal of
Geriatric Psychiatry, vol. 32, no. 7, 2017, pp. 734-741.

Kelfve, Susanne, Mats Thorslund, and Carin Lennartsson. “Sampling and Non-Response Bias on
Health-Outcomes in Surveys of the Oldest Old.” European Journal of Ageing, vol. 10, no. 3,
2013, pp. 237-245.

Kinosian, Bruce, Darryl Wieland, Xiliang Gu, Eric Stallard, Ciaran S. Phibbs, and Orna Intrator.
“Validation of the JEN Frailty Index in the National Long-Term Care Survey Community
Population: Identifying Functionally Impaired Older Adults aims Data.” BMC Health
Services Research, vol. 18, no. 1, 2018, online only.

Koolhaas, Chantal M., Frank J. van Rooij, Magda Cepeda, Henning Tiemeier, Oscar H. Franco,
and Josje D. Schoufour. “Physical Activity Derived from Questionnaires and Wrist-Worn
Accelerometers: Comparability and the Role of Demographic, Lifestyle, and Health Factors
Among a Population-Based Sample of Older Adults.” Clinical Epidemiology, vol. 10, 2017,
pp. 1-16.

Kotwal, Ashwin A., Philip Schumm, David W. Kern, Martha K. McClintock, Linda J. Waite,
Joseph W. Shega, Megan J. Huisingh-Scheetz, and William Dale. “Evaluation of a Brief
Survey Instrument for Assessing Subtle Differences in Cognitive Function Among Older
Adults.” Alzheimer Disease and Associated Disorders, vol. 29, no. 4, 2015, pp. 317-324.

Li, Minghui, Ilene Harris, and Z. Kevin Lu. “Differences in Proxy-Reported and Patient-
Reported Outcomes: Assessing Health and Functional Status Among Medicare
Beneficiaries.” BMC Medical Research Methodology, vol. 15, 2015, online only.
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Lutomski, Jennifer E., Maria A.E. Baars, Janneke A. van Kempen, Bianca M. Buurman, Wendy
P.J. den Elzen, Aaltje P.D. Jansen, Gertrudis [.J.M. Kempen, Paul F.M. Krabbe, Bas
Steunenberg, Ewout W. Steyerberg, Marcel G.M. Olde-Rikkert, and René J.F. Melis.
“Validation of a Frailty Index from the Older Persons and Informal Caregivers Survey
Minimum Data Set.” Journal of the American Geriatrics Society, vol. 61, no. 9, 2013, pp.
1625-1627.

Machadova, Katefina, Hana Vaikova, Iva Holmerova, Inna Cabelkova, and Ladislav Volicer.
“Ratings of Activities of Daily Living in Nursing Home Residents: Comparison of Self- and
Proxy Ratings with Actual Performance and the Impact of Cognitive Status.” European
Journal of Ageing, vol. 15, no. 4, 2018, pp. 349-358.

Robertson, Jane M. “Using Carer Biographical Narratives to Explore Factors Involved in Proxy
Reporting of Quality of Life in People with Dementia.” Aging & Mental Health, vol. 21, no.
4,2017, pp. 416-425.

Sexton, Eithne, Mary-Ann O'Donovan, Niamh Mulryan, Philip McCallion, and Mary McCarron.
“Whose Quality of Life? A Comparison of Measures of Self-Determination and Emotional
Wellbeing in Research with Older Adults with and without Intellectual Disability.” Journal
of Intellectual and Developmental Disability, vol. 41, no. 4, 2016, pp. 324-337.

Tarzia, Laura, Michael Bauer, Deirdre Fetherstonhaugh, and Rhonda Nay. “Interviewing Older
People in Residential Aged Care About Sexuality: Difficulties and Challenges.” Sexuality
and Disability, vol. 31, no. 4, 2013, pp. 361-371.

Teresi, Jeanne A., Katja Ocepek-Welikson, John A. Toner, Marjorie Kleinman, Mildred
Ramirez, Joseph P. Eimicke, Barry J. Gurland, and Albert Siu. “Methodological Issues in
Measuring Subjective Well-Being and Quality-of-Life: Applications to Assessment of
Affect in Older, Chronically and Cognitively Impaired, Ethnically Diverse Groups Using the
Feeling Tone Questionnaire.” Applied Research in Quality of Life, vol. 12, no. 2, 2017, pp.
251-288.

Yang, Ming, Xiang Ding, and Birong Dong. “The Measurement of Disability in the Elderly: A
Systematic Review of Self-Reported Questionnaires.” Journal of the American Medical
Directors Association, vol. 15, no. 2, 2014, pp. 150.e1-150.¢9.

2.  Developmental, Intellectual, and Other Cognitive Impairments

a. Developmental and Intellectual Disabilities

Adams, Dawn, Louise Handley, Mary Heald, Doug Simkiss, Alison Jones, Emily Walls, and
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pp. 183-192.
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