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1. INTRODUCTION

The overall goal of this study is to describe the components of primary care associated with
adherence to regular breast cancer screening among low-income minority women. The proposed
study pursues this goal by investigating features of the structure and process of primary care structure
which are associated with breast cancer screening for minority women via: 1) analysis of an existing
data-set of 2,600 multi-ethnic minority persons in New York City (NYC). Building on this, 2.)
additional features of primary care delivery systems which promote regular breast cancer screening
for under-served minority women were examined in a Washington D.C.-based study. This
Washington D.C. based phase included a.) a qualitative component (focus groups) and b.) a
quantitative component (survey). Finally, in year four, in conjunction with provider representatives
from local primary care clinics, an intervention will be developed to increase regular screening by
CBE and mammography that will be implemented in the future under separate funding.




O’Malley, AS Third Annual Report DAMD-17-97-1-713

2. BODY

The following is an account of the progress made in the third year toward meeting the objectives
specified for the study “Primary Care and Regular Breast Cancer Screening for Under-Served
Minority Women,” funded by the Department of the Army as a Career Development Award.

The Specific Aims of the study are as follows:

1. To investigate features of the primary care system which are associated with higher rates of
breast cancer screening for minority women, using an existing data-set of 2,600 Caribbean-, Haitian-
and U.S.-born blacks, and Puerto Rican, Dominican, Colombian, and Ecuadorian Hispanics living in

NYC. (Year one-completed)

2. To conduct additional examinations of the features of primary care delivery systems which
promote regular breast cancer screening for under-served minority women in four Washington D.C.
primary care clinics. (In progress)

a. To conduct a focus group of the D.C. clinic patients and providers about perceived
barriers to getting regular screening within their primary care systems. (These focus groups will
include members of the advisory boards from the primary care clinics). (Year 1-2 focus groups

completed)
b. Using focus group input and preliminary analyses from Aim 1, the PI developed a

survey focused on features of primary care systems and regular screening. (Year 2)

¢. To administer the survey to a population-based sample of women residing in the
lower income areas of Washington, D.C. to assess their experiences with breast cancer screening in
primary care.

d. To provide feedback on the survey results to the primary care clinic advisory board
representatives. (Year 4)

3. To develop, in conjunction with the provider representatives from the primary care clinics,
a primary care intervention to increase regular screening by CBE and mammography which could be
implemented in the future under separate funding. (Year 4)

Progress Report August 1, 1999-August 1, 2000

2.1 Revision of protocol during year two (since original application):

2.1.1.Year 3 Focus group: The initial statement of work in the original proposal listed as a deliverable
for year three the summary of findings from a second focus group. However, because the PI was able
to conduct four rather than just one focus group in years 1-2, and because she obtained adequate
saturation of themes from the focus groups (manuscripts summarizing focus group findings were
included in both this annual report and in year two annual report), and because the focus group results
were presented back to the clinic directors and advisory board members on a one-on-one basis, it was
not necessary to convene a focus group in year three.

2.1.2 Change from a clinic-based survey to a population-based telephone survey:
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For several reasons related to the quality of data and research questions, the P.I. and her mentors felt
that a population-based telephone survey of women aged over 40 in the District of Columbia’s lower
income areas would be a preferred approach to the use of in-clinic interviews at just four clinic sites.
The reasons and limitations of the new approach have been outlined in the table below:

Original Proposal to Dept. of Army

(In-person interviews at four primary care
clinics)

Enhanced Proposal

(Population-based telephone survey of lower-
income women from throughout Washington, D.C.)

Strengths:
May be less threatening to respondent than a
phone call

Could more easily include a validation of self-
report of screening (Though this was not
budgeted for under proposal)

Strengths:
Random sample

More representative of all low-income women
throughout D.C., not just a convenience sample of
users from a few community clinics

Includes non-users and low-users

More efficient sampling strategy

Primary care sites analyzed would not be limited to
just four sites

Limitations:

On-site clinic interviews may lead to response
bias, i.e. women reluctant to say negative things
about their care when in the clinic

Results would be less valid, i.e. not as
generalizable to low-income women from other
sites, or who are low or non-users of clinic
services

On-site interviewing was felt to be a burden for
the clinic’s and their available space

On-site interviewing is less confidential for the
respondent than a phone interview in the privacy
of their own homes

Much longer time is required to recruit women
meeting inclusion criteria for study thanin a
population-based phone interview

Limitations:
Does not capture persons without phones

Validation of self-report of breast cancer screening,
should we decide to do it later on, is more difficult
since people are from many different primary care
sites
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2.2 How the revised protocol was funded:

In December of 1998, the P.1. submitted an RO3 application to NCI for research costs of the
telephone administration phase. This application budgeted for money for contract out just the phone
phase of the survey’s administration. The budget did not include any request for the P.I.’s salary.
There was no budgetary overlap with the Dept. of Army Career Development Award proposal.

The P.1. received the funding from NCI and used it to supplement the telephone survey expenses.

The P.1. notified her project officer from the Dept. of Army at the time that she applied for the RO3 to
be sure that there were no conflicts from the Dept. of Army’s perspective. The P.I. was assured that
this application to NCI to supplement the research costs of this project was acceptable. All of this was
previously reported in the 2" annual report, but is being repeated here to avoid confusion.

2.3. Survey Administration: Year 3 focused on the survey piloting, administration, data collection,
data cleaning and early analyses. Detailed descriptions of the survey methodology, initial results and
preliminary conclusions are summarized in the first draft of a manuscript included in the appendix of
the annual report. The draft manuscript is entitled, “Lower income women whose ambulatory care
systems contain features of optimal primary care are more likely to adhere to cancer screening
recommendations.” (It is the first inclusion in the appendix of this annual report.)

2.4 Implications of project for future study: Based on survey findings, a primary care intervention to
address the specific mutable aspects of primary care as they relate to breast cancer screening will be
developed in the future. (This will be the subject of a future proposal) Together, such research has the
potential to decrease the disproportionate cancer burden experienced by lower-income Black and
Hispanic women. This intervention will be developed in year four of this CDA.

2.5 Coursework

The PI had biweekly research meetings with her mentor and attended the Cancer Prevention and
Control breast cancer epidemiology and research seminars at Lombardi Cancer Center. She also
attended the NCI Cancer Control Academy for the Special Populations Network. The P.I. attended
journal club in the Division of Cancer Prevention and Control, Lombardi Cancer Center, Georgetown
University. She prepared a presentation for one of the sessions as well on an article on cancer
screening.

2.6 Meetings attended

1. Era of Hope: Atlanta, Georgia June 2000. Abstract was presented at the poster session.

2. American Society of Preventive Oncology- ASPO attended and abstract accepted, March, 2000
Bethesda, Maryland.

3. NCI-Cancer Control Academy, July,2000, Pooks Hill Mariott.
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KEY RESEARCH ACCOMPLISHMENTS
Year One
» Completed Several analyses of the New York City Multiethnic Data set on Cancer Screening

» Published Paper in the American Journal of Public Health on Acculturation and Breast Cancer
Screening in Hispanic Women as a result of one of these analyses of NYC data

» Developed models that to assess features of primary care that were associated with use of CBE
and mammography as reported in the first annual report and in the above publication in American

Journal of Public Health (submitted in year one annual report)

» Contacted directors of community clinics in Washington D.C. and conducted in-depth interviews
of directors as well as visited their clinics

» Conducted four focus groups of Hispanic and African-American Women from four community
health clinics in Washington D.C. to probe their experiences with cancer screening and with
primary care

=  Wrote report summarizing focus group findings (submitted in year one annual report)

»  Abstract submitted to the Society of General Internal Medicine’s Annual Meeting

Year Two

» Developed survey to collect data from women in Washington, D.C. to obtain their experiences
with breast cancer screening, as well as cervical and colorectal cancer screening, in their primary
care settings

» Obtained additional funding from NCI in the form of a small research grant (RO3) which will
help to pay for the telephone administration of the survey and allow expansion of the survey to

include cervical and colorectal cancer in addition to the focus of breast cancer

» Piloted the survey among women meeting inclusion criteria from a community clinic in
Washington, D.C.

» Wrote summary report of survey pilot findings (in appendix)

* Began sample identification with the corporation which will generate the phone list of targeted
random-digit-dial numbers

» Presented research study on health and cancer information sources used by a multiethnic
community in NYC as a result of further analyses of multiethnic data from phase one
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= Submitted and had accepted a manuscript resulting from analysis of the NYC multiethnic data on
“Health and cancer information sources used in a multiethnic population,” American Journal of
Preventive Medicine (in appendix)

= Submitted a manuscript of focus group findings (from year one) to the Journal of Family Practice,
which is under review. (in appendix)

Year Three
* Focus group manuscript published. (in appendix)
* TFindings from all four focus groups were reported on a one-on-one basis to the clinic directors
= Telephone survey was administered, data collected and initial analyses conducted
» Draft of manuscript summarizing the findings from the survey (1% inclusion in appendix)

= P.I. has begun to work on an intervention design for the year four proposal with one of the
primary care clinic directors
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REPORTABLE OUTCOMES

1. Manuscripts

O’Malley AS, Forrest CB, Mandelblatt J. Lower-Income Women’s Primary Care and Adherence
to Cancer Screening Recommendations. In progress

O’Malley AS, Mandelblatt J, Johnson A, Kerner J. “Acculturation and Use of Breast Cancer
Screening in Urban Hispanic Women.” American Journal of Public Health. 1999;89:219-227.

O’Malley AS, Kemer J, Johnson L. Are We Getting the Message Out to All? Health Information
Sources and Ethnicity. American Journal of Preventive Medicine. 1999;17 (3) In press.

O’Malley AS, Forrest CB, O’Malley PG. Low Income Women’s Priorities for Primary Care.
Journal of Family Practice. 2000;49:141-146..

Mandelblatt J, Gold K, O’Malley AS, Taylor K, Cagney K, Hopkins JS, Kerner J. “Use of Breast
and Cervix Cancer Screening by Multi-Ethnic Elderly Women.” Preventive Medicine.1999; April
28 (4):418-425.

2. Abstracts/ Presentations

O’Malley AS, Forrest CB, Mandelblatt J. Primary Care and Regular Breast Cancer Screening. Era
of Hope 2™ annual meeting, Atlanta Georgia, June 8-12, 2000.

O’Malley AS, Forrest CB, Mandelblatt J. Primary Care and Regular Breast Cancer Screening.
ASPO, March 2000.

O’Malley AS, Kerner J, Johnson L. Are We Getting the Message Out to All? Health Information
Sources and Ethnicity. Prevention99: American College of Physician’s Annual Meeting.

4. Awards

Best Faculty Poster Award at the American College of Preventive Medicine’s and American
Teacher’s of Preventive Medicine’s annual meeting, PREVENTION 99

For: O’Malley AS, Kerner J, Johnson L. Are We Getting the Message Out to All? Health
Information Sources and Ethnicity. Prevention99: American College of Physician’s Annual
Meeting.

5. Funding Obtained based on Work Supported by this Award
NCI-RO3. August 1999-December 2001. (Principal Investigator) Community-Based Primary
Care and Regular Cervical, Colorectal and Breast Cancer Screening in Low-Income Women.
(Explained in detail in the above annual report.)
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CONCLUSIONS:

Attainment of “optimal” primary care is strongly associated with adherence to breast, cervical and
colorectal cancer screening for low income and minority women. The specific features of primary
care most strongly associated with adherence to all types of recommended cancer screening for these
women were: 1) Continuity with a usual source of care and with a specific clinician at that site which
one sees for more (rather than fewer) of her visits, 2) Comprehensiveness of non-cancer screening
services: e.g. practices which emphasized the comprehensive aspect of primary care with respect to
counseling patients around health behaviors (non-cancer behaviors were measured). For
mammogram and fecal occult blood testing, an additional feature of primary care which was
associated with screening adherence was the coordination of care.

Women whose ambulatory systems reflected features of “optimal” primary care were more likely to
receive all types of cancer screening and to be adherent to screening over time, regardless of their
insurance status or socioeconomic status. While insurance status alone is a very important predictor
of receipt of screening when assessed in models that do not fully account for the various components
of primary care, it no longer predicts receipt of screening when one includes in the models the
specific features of primary care. These findings argue that it is not insurance or financial access
alone that facilitate screening utilization; but that when insurance facilitates entry into more “optimal”
primary care systems women are more likely to adhere to screening recommendations. These findings
carry special importance for policy implications for efforts to increase higher risk minority women’s
use of needed health care services. Providing women with insurance alone, while an important first
step, will not guarantee use of recommended services unless it also facilitates their entry into
ambulatory systems that provide optimal primary care.

Strengths and Limitations: ~ Limitations of the proposed project include the generalizability to
persons without telephones and the lack of validation of self-report data. With regard to use of the
telephone, it is estimated that 94% of African-American households and 93% of Hispanic households
in the District of Columbia have phones. (1990 U.S. Census for D.C., STF1) Use of population-
based personal interviews would not be feasible given the resources available for the project. It is
possible that those least likely to have access to primary care and to cancer screening will also be
those persons without telephones, thus barriers perceived by this particular subgroup may be
understated. With regard to validation of reports on screening, self-report generally overestimates the
prevalence of screening.””®* Since this study involves a population-based sample, women will likely
receive care from a variety of settings in Washington, D.C. Thus, validation of self-reports through
medical record review will not be practical. Characteristics which might influence the validity of self-
reports, such as education, socioeconomic status and acculturation will be controlled for in analyses.

Strengths include: 1) the population-based sampling which will provide information from those with little or
no access to primary care, 2) the focus on an understudied group i.e. low-income minority women, 3) a
sampling plan which reflects the demographic distribution of lower income women from throughout the
District of Columbia, 4) prior work with focus groups to inform the development of the survey, 5) use of
trained bilingual interviewers with CATI capability, 6) unique focus on the nature of features of primary care
important to regular cancer screening from the perspective of women served, and 7) the mentoring and
collaboration of experienced cancer control, primary care and behavioral researchers.

11
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Implications: Assessment of the relationship between mutable features of primary care which
promote early and ongoing use of recommended cancer screening in low-income women of color will
help to target early breast cancer intervention efforts toward this traditionally under-served
population. These findings are helping to develop a better understanding of the aspects of primary
care which are most important to low-income women, and the role which attainment of those
particular features plays in obtaining regular cancer screening. Findings will guide design of a future
intervention that emphasizes important features of primary care in order to increase adherence to
screening.

12
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APPENDICES

Please Note: The 1* attached document: “Low-Income women whose ambulatory systems
contain the features of optimal primary care are more likely to adhere to cancer screening
recommendations.” (O’Malley et al.) summarizes the initial findings from the population-
based telephone survey referred to in the body of this annual report and in the key research
accomplishments for year 3.

13
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ABSTRACT

Purpose: To examine specific features of the structure and process of primary care that promote
adherence to breast, cervical and colorectal cancer screening for low-income, predominantly

African-American, urban women.

Methods: A bilingual computer assisted telephone interview of a population-based sample of
1205 low-income, predominantly African-American women age > 40 years in Washington, D.C.
conducted Jan-March, 2000. Survey development was informed by focus groups from the same
population. Integral features of primary care: continuity (visit-based), length of relationship with
a usual source of care, accessibility (organizational, financial and geographic),
comprehensiveness of services, and coordination of specialty care as well as aspects of the
physician-patient relationship were all assessed with respect to the adherence to cancer screening.

Results: The survey response rate was 86%. In unadjusted analyses, visit-continuity with the
same clinician, and a longer relationship with the usual source of care (longitudinality) were both
significantly associated with adherence to all screening tests. Women attending settings with
more comprehensiveness of services (counseling and of non-cancer screening services) were
significantly more likely to adhere to screening that those whose ambulatory care sites lacked
comprehensiveness. Patients who felt they had strong relationships with their physicians, or who
felt that their physicians were compassionate, trustworthy and good communicators, were also
significantly more likely to be adherent to screening. However, in final multivariate models only
two primary care variables, continuity of care (visit-continuity), and comprehensiveness of
services (counseling) were consistently associated with adherence to screening for all cancers. In
adjusted analyses, continuity with a usual source of care* and with a usual doctor that one sees at
that place* was strongly associated with adherence to clinical breast exams (OR 4.9* & 8.0° ps<
.01), mammograms (OR 6.4* & 6.4* p<.01), and pap smears (OR 2.8" (NS) & 3.9*, p<.01)
with a trend toward higher colorectal cancer screening (OR 5.8* & 4.4*). Going from uninsured,
to public-insured only, to private (may also have public) insurance groups, there was a linear
increase in the amount of continuity with a specific clinician at the usual source of care. (mean
scores on the continuity index were 2.85 (SD.95), 3.25 (SD 0.85) and 3.42 (SD 0.73)
respectively: F =27.24, p=.0001.) While insurance was a significant predictor of receipt of
adherent screening for all tests in the unadjusted analyses, once the primary care variables were
entered into the models, insurance was no longer significant.

Conclusions: Attainment of “optimal” primary care is strongly associated with adherence to
breast, cervical and colorectal cancer screening for urban low income women of color. These
findings suggest that insurance is important in assuring adherence to cancer screening services, to
the extent that it facilitates the establishment of a continuous relationship with a clinician at a
usual source of care which emphasized the features of optimal primary care. Findings will guide
a future intervention that emphasizes important features of primary care in order to increase
adherence to screening.




Key words: breast neoplasm, cervical neoplasm, colorectal neoplasm/ prevention an
primary health care, continuity of patient care, insurance, women, ethnicity.
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INTRODUCTION

Overview: We assessed specific components of primary care and whether they were associated
with adherence to breast, cervical and colorectal cancer screening over time among low-income
women. We hypothesized that low-income women with greater attainment of the features of
primary care will be more likely to receive ongoing cancer screening.

Cancer screening in lower income minority women: Regular use of mammography and
clinical breast examination has been demonstrated to reduce breast cancer mortality by up to
30% among women aged 50 years or older."” Use of the pap test to screen for cervical cancer
greatly reduces mortality from invasive cervical cancer by more than 70%.* Annual fecal occult
blood testing and flexible sigmoidoscopy reduce colorectal cancer mortality by 31-57%.

Yet, lower-income women in the District of Columbia, predominantly women of color, face
marked racial and ethnic differences in breast, cervical and colorectal cancer morbidity and
mortality.”"" For instance, relative survival rates for blacks are lower than for whites for all of
these cancers; for breast cancer this excess mortality exists even though blacks have a lower
‘ncidence of breast cancer than whites.'*'* Even after adjustment for socioeconomic status and
for duration of symptoms, being black or Hispanic remains a risk factor for late stage diagnosis
of breast, cervical and colorectal cancer.”™ 18-19.20-29

A large portion of the stage differential by race/ethnicity is related to different levels of exposure
to cancer screening.”™' While national statistics show that black and Hispanic women are now
receiving screening at rates comparable to Anglos, these are primarily rates of "ever" and
"recent" screening. > Little data are available on adherence to (ongoing) screening for women
in general * and even less is available on ongoing screening for minority women in community-
based primary care settings. In addition, little research has been undertaken to identify barriers to

participation in colorectal cancer screening.”

Progress has been made in narrowing the gap in screening rates between the minority and
majority populations through the expansion of insurance coverage and through free cervical and
breast cancer screening. (Cite CDC BCCEDP) However, universal free insurance alone does not
appear to be enough to counteract the failure to target screening to the least-healthy and most
vulnerable groups. (Roos LL et al, Med Care, 1999; other refs ?)

Primary Care:

Having a regular source of care ***’ and/or a physician recommendation for screening ***? are two
of the most consistent predictors of cancer screening among minority and non-minority women.
This relationship between the presence of a source of care and receipt of screening is especially
important for uninsured women.” At present however, there is relatively little information
available on the specific features of those sources of ambulatory care that are related to screening
use, particularly for low-income women. 432434, 44 There is also less information present for this
high-risk population on how specific features of primary care interact with insurance in the

access to and delivery of screening over time.




"Primary care" has been defined by the Institute of Medicine (IOM) as "the provision of
integrated, accessible health care services by clinicians that are accountable for addressing a large
majority of personal health care needs, developing a sustained partnership with patients, and
practicing in the context of family and community."* The key features of primary care include
comprehensiveness, coordination, continuity, accessibility and accountability.*

Valid and reliable instruments exist to measure the features of primary care.*** However, most
of these have not been extended to low-income settings to identify aspects of primary care which
are most relevant to low-income women from medically under-served areas.” * Bindman et.al.
found that “optimal primary care” was associated with recent use of cervical and breast cancer
screening in a predominantly white privately insured sample in California.’' Little has been done
to assess the role of primary care in receipt of regular cancer screening in that population which
is least likely to be screened, i.e. lower income black women. In addition, little work has been
done to identify specific aspects of primary care that predict screening use.

There may be modifiable features of primary care systems, in addition to continuity of care,
which lead to improved use of cancer screening for minority women. For instance, in a study of
characteristics of primary care office systems as predictors of mammography utilization in older
non-minority women where cost was not a barrier, specific office characteristics such as the
process of scheduling mammograms, the use of flow sheets to prompt physicians (issues of
organizational accessibility and of coordination of services) and patient reminders were
associated with higher rates of recent screening.* One multi-component intervention in a
community health center serving predominantly Hispanic and low-income persons, involved
client education, staff training and management systems intervention strategies.” In studies of
older black women, the structure of the delivery system (i.e. location of screening and long
waiting periods for an appointment, €.g. issues of organizational accessibility ), rather than cost,
attributed to low cancer screening participation.”* Difficulty in getting to a screening center is
also a barrier to mammography screening.””® One program for socio-economically
disadvantaged women provides education and recruitment, low cost mammography, a one-stop
screening site, and multidisciplinary evaluation and treatment.” Studies such as these have
begun to assess some of the features of ambulatory systems associated with ever- and recent- use
of cancer screening. We assessed specific components of primary care and whether they were
associated with not only “ever” and “recent” use, but also of “adherence” over time to breast,
cervical and colorectal cancer screening among low-income women. We hypothesized that low-
income women with greater attainment of the features of primary care will be more likely to
receive ongoing cancer screening.

METHODS

Focus Groups and Telephone Survey: Telephone survey development was informed by a
series of focus groups with lower income women aged over 40 in Washington, D.C. from four
different primary care clinics. The methodology and findings from these focus groups have been
summarized elsewhere. (JFP, 2000) For the current study, bilingual interviewers
(Spanish/English) conducted a computer-assisted (CATI) population-based telephone survey.




Inclusion criteria included being female, age over 40 years, residing in Washington, D.C and
living in a census tract of the District where at least 30% of the households had an income <
200% of poverty threshold (< $34,000.)

Sampling Strategy: The sample consisted of 25% random-digit-dial and 75% listed households
merged with demographic information which targeted inclusion criteria. The distribution of
household phone numbers reflected the population distributions in each of the lower income
census tracts.

Analysis Plan:

Dependent Variables: [n the process of examining features of primary care that promote
screening, we focused our outcome measures on regular screening with pap smears, clinical
breast exams, and mammograms, and fecal occult blood testing. There were multiple survey
questions to ascertain the frequency of, and intervals between, screening throughout the women's
age-eligible period for screening. Adherence (Last two routine screening tests were within the
recommended intervals for age)® was measured, along with measuring “ever” and “recent” —use
of each of the screening tests, all by self-report. However, since it is ongoing screening over
time that correlates with mortality reduction, and since relationships between the primary care
variables of interest and screening were consistent across utilization measures (ever, recent and
adherent), we chose for simplicity to focus this paper on the more meaningful measure of
“adherence.”

The Primary Independent Variables of Interest were the health system variables (insurance
status, features of primary care: accessibility, comprehensiveness of services, coordination of
specialty care by the usual source of care, continuity and longitudinality), and the patient-
clinician relationship. Other independent variables measured included personal characteristics:
income, age, race/ethnicity, education, work status, marital status, acculturation, family size,
whether one owns/rents home, health status-self assessed, cancer knowledge/attitudes and beliefs
(cite Lannin JAMA) and knowledge of free screening services (cite Barbara Baldwin). With
respect to cancer attitudes, knowledge and beliefs, seven items which were most strongly
associated with receipt of screening for African-American women (Lannin) in prior studies were
included in the survey.

Power: Since mammography had a low projected rate of regular use over time and since all
women in the sample were age-eligible for mammographic screening (as opposed to FOBT which
only women 50 years and over were eligible) we based our sample size calculations on the use of
this test. For analyses in which a dichotomous outcome variable is used (regular versus non-
regular screening) this sample size will provide power of 80% at the .05 (one-sided test)
significance level to detect differences of 5% or greater between screening groups (e.g., regularly
and non-regularly screened women) assuming a baseline of 25% regularly screened for the most
conservative screening rates.””” While this sample size was adequate to detect differences in
receipt of pap smears, clinical breast exams and mammograms, we may have been underpowered to




assess relationships between the independent variables of interest and FOBT which has a lower
projected rate of adherence.

Analyses: Univariate, bivariate and stratified analyses using x tests and t-tests as appropriate,
were done prior to multivariate modeling. To analyze our measures of screening adherence we
created a dichotomous outcome variable (adherent vs. non-adherent) to be analyzed in a
multivariate logistic regression framework. Extensive exploratory analyses assessed unadjusted
rates of screening and assessed for confounding. We also assessed for interaction between
insurance, income, health status, and each of the primary care variables separately with respect to
receipt of each of the screening tests. No interaction was found between any of these variables
except for a small interaction effect between insurance and continuity of care. Models were done
with and without the interaction terms for insurance and continuity, the change in odds ratios (ORs)
was minimal. Final models were based on variables which had an association (p=.20) with
screening in stepwise (forward and backward elimination models), or which were significantly
associated with screening in univariate analyses, or which we know from the literature have been
shown to have an association with screening for this population. Since women over age 65 are
likely to have Medicare, it is expected that we will see an age effect on screening which may be due
to Medicare coverage of screening tests. Since comprehensiveness of non-cancer screening services
was so likely to overlap conceptually with the comprehensiveness of cancer screening services, this
construct of comprehensiveness (of non-cancer screening services ) was not included in the
multivariate models. Also, since such a large proportion of the sample had long-term relationships
with their usual sources of care, likely due to the large Medicare proportion of the sample, this
variable was not included in the final multivariate models. (Prior to excluding this “longitudinality”
variable from the final models, its contribution to models was assessed and it had a minimal impact
on the various odds ratios.) There is also, conceptual overlap between this longitudinality variable
and the visit-continuity variable.

RESULTS

The survey response rate was 86%. The survey took on average 25 minutes to complete. Table 1
describes the sample. The mean age was 64.8 years with a range from 41-96 years. Sixty percent
of respondents had less than a high-school degree, or stopped their formal education upon
completion of high-school or a GED. Individuals in the “don’t know/refused” group for income
behaved like the lowest income group in that they were least likely to have insurance, had the
lowest educational status and were least likely to use screening and other health care services.
This finding that the refusal group behaved like the lowest income respondents has been found in
other studies as well.(Merzel, AJPH, 2000, June) The overwhelming majority of respondents
were African-American and the percentages obtained in each racial/ethnic group reflect the
population distribution of older women in the lower income areas begin targeted in the District of
Columbia, based on the most recent census data.(ref) The majority of respondents had some form
of health insurance, the bulk of this being due to Medicare. Self-reported health status was fair to
poor for a large proportion of respondents (37.4%). Eight-four percent of respondents had a
regular personal doctor or nurse.




Figures 1-4: Bar graphs display the unadjusted relationships between aspects of primary care and
adherence to screening. There is a striking increase in adherence to screening for each increases
in the amount of each primary care feature present.

Table 2 presents the unadjusted percentages of women screened according to the presence of
specific features of primary care. Again, there are impressive correlations between greater
presence of primary care features and the proportions of women adherent to recommendations

for each screening test.

Table 3 presents the first phase of the regression models, e.g. “bivariate” regressions in which
adherence to screening was regressed on a single feature of primary care, adjusting for all other
socioeconomic and demographic variables. These bivariate regressions were done to assess the
role of each individual primary care variable with respect to screening adherence while
considering insurance primarily and adjusted for ses. The bivariate model where continuity is the
main independent variable shows that insurance status is not significant predictor of screening
adherence once one in considers whether continuity of care is present and to what degree. For
each of the other models, where the main independent variable is each of the other primary care
features, insurance still predicts screening adherence over 50% of the time. Note that for the fecal
occult blood test adherence models since fewer respondents were eligible for FOBT, the numbers
of women in each category of the four-level continuity variable are limited, this may account for
the lack of significance in the continuity variable for this model and for the significance of the
insurance variable in this model, when it was not significant in any of the other screening test-

continuity models.

None of the knowledge/attitude/belief items were consistently associated with adherence to
screening across all cancer screening tests. In unadjusted analyses (data not shown), for
adherence to pap smears only two items correlated with screening: (thinking that cancer was
God’s punishment; and thinking that surgery causes cancer to grow faster, p < .01 for each); 2
‘tems were correlated with receipt of CBE: (Avoiding going to the doctor even when sick; and
belief that if a person prays about cancer, God will heal it without medical treatments p< .01 for
each), and with mammogram adherence (Avoiding going to the doctor when sick p<.01). When
each of these items was included in the full multivariate models (table 4 bottom) predicting
adherence to screening for the respective screening tests, the following remained significant
correlates of adherence to screening: for pap smear (not thinking that surgery causes cancer to
grow faster was correlated with adherence OR 1.6 p=.006), and for CBE and mammograms
respectively (Not avoiding going to the doctor even when sick was correlated with adherence OR

1.5 p=.02; and OR 1.63 p=.008).

Table 4 presents the both the unadjusted and the adjusted (full) multivariate models. When
models predicting the adherence to each of the cancer screening tests are constructed, insurance
status is no longer a significant predictor after entry of the primary care variables into the model.
The model also adjusts for income, education, home ownership, marital status, age, ethnicity and
the interaction terms between insurance and continuity of care variables. These interaction terms




are also not significant in the final model, but in stratified analyses there was significant effect
modification. Of all primary care variables, the continuity of care (with a place , a clinician at
that place, and consistency of the clinician that one sees for most visits) variable is consistently
an important predictor of receipt of each screening test. There is increasing likelihood of receipt
of screening with each higher level of continuity for CBE (unadjusted and adjusted OR), for
mammogram (unadjusted OR) and for all screening tests, there is a significant increase in the
likelihood of receipt of adherent screening as one goes from: 1.) lacking a usual source of care to
having a usual source of care, and 2.) just having a usual source of care, to having a usual source
of care and a regular clinician at that site.

Tn unadjusted analyses, visit-continuity with the same clinician, and a longer relationship with
the usual source of care (longitudinality) were both significantly associated with adherence to all
screening tests. Women attending settings with more comprehensiveness of counseling services
and of non-cancer screening were significantly more likely to adhere to screening that those
whose ambulatory care sites lacked comprehensiveness. Patients who felt they had strong
relationships with their physicians, or who felt that their physicians were compassionate,
trustworthy and good communicators, were also significantly more likely to be adherent to
screening. However, in final multivariate models only two primary care variables, continuity of
care (visit-continuity), and comprehensiveness of services (counseling) were consistently
associated with adherence to screening for all cancers. In adjusted analyses, continuity with a
usual source of care* and with a usual doctor that one sees at that place* was strongly associated
with adherence to clinical breast exams (OR 4.8* & 8.0* p< .01), mammograms (OR6.4* &
6.4* p<.01), and pap smear (OR 2.8* (NS) & 3.9%, p< .01) with a trend toward higher colorectal
cancer (OR 5.8* & 4.4%) screening. Going from uninsured, to public-insured only, to private
(may also have public) insurance groups, there was a linear increase in the amount of continuity
with a specific clinician at the usual source of care. (mean scores on the continuity index were
2.85 (SD.95), 3.25 (SD 0.85) and 3.42 (SD 0.73) respectively: F =27.24, p=.0001.) While
insurance was a significant predictor of receipt of adherent screening for all tests in the
unadjusted analyses, once the primary care variables were entered into the models, insurance was

no longer significant.

Lack of statistical significance for the adjusted ORs for FOB are likely due to small cell sizes,
since FOB applies only to women over age 50 and among those women, there are so few of the
older without a usual source of care.




COMMENTS

Attainment of “optimal” primary care is strongly associated with adherence to breast, cervical
and colorectal cancer screening for low income and minority women. The specific features of
primary care most strongly associated with adherence to all types of recommended cancer
screening for these women were: 1) Continuity with a usual source of care and with a specific
clinician at that site which one sees for more (rather than fewer) of her visits, 2)
Comprehensiveness of non-cancer screening services: e.g. practices which emphasized the
comprehensive aspect of primary care with respect to counseling patients around health
behaviors (non-cancer behaviors were measured). For mammogram and fecal occult blood
testing, an additional feature of primary care which was associated with screening adherence was

the coordination of care.

Women whose ambulatory systems reflected features of “optimal” primary care were more likely
to receive all types of cancer screening and to be adherent to screening over time, regardless of
their insurance status or socioeconomic status. While insurance status alone is a very important
predictor of receipt of screening when assessed in models that do not fully account for the
various components of primary care, it no longer predicts receipt of screening when one includes
in the models the specific features of primary care. These findings argue that it is not insurance
or financial access alone that facilitate screening utilization; but that when insurance facilitates
entry into more “optimal” primary care systems women ar¢ more likely to adhere to screening
recommendations. These findings carry special importance for policy implications for efforts to
increase higher risk minority women’s use of needed health care services. Providing women with
insurance alone, while an important first step, will not guarantee use of recommended services
unless it also facilitates their entry into ambulatory systems that provide optimal primary care.

Strengths and Limitations: ~ Limitations of the proposed project include the generalizability to
persons without telephones and the lack of validation of self-report data. With regard to use of
the telephone, it is estimated that 94% of African-American households and 93% of Hispanic
households in the District of Columbia have phones. (1990 U.S. Census for D.C., STF1) Use of
population-based personal interviews would not be feasible given the resources available for the
project. It is possible that those least likely to have access to primary care and to cancer screening
will also be those persons without telephones, thus barriers perceived by this particular subgroup
may be understated. With regard to validation of reports on screening, self-report generally
overestimates the prevalence of screening.””* Since this study involves a population-based
sample, women will likely receive care from a variety of settings in Washington, D.C. Thus,
validation of self-reports through medical record review will not be practical. Characteristics
which might influence the validity of self-reports, such as education, socioeconomic status and
acculturation will be controlled for in analyses.

Strengths include: 1) the population-based sampling which will provide information from those
with little or no access to primary care, 2) the focus on an understudied group i.e. low-income
minority women, 3) a sampling plan which reflects the demographic distribution of lower income
women from throughout the District of Columbia, 4) prior work with focus groups to inform the
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development of the survey, 5) use of trained bilingual interviewers with CATI capability, 6) unique
focus on the nature of features of primary care important to regular cancer screening from the
perspective of women served, and 7) the mentoring and collaboration of experienced cancer
control, primary care and behavioral researchers.

Implications: Assessment of the relationship between mutable features of primary care which
promote early and ongoing use of recommended cancer screening in low-income women of color
will help to target early intervention efforts toward this traditionally under-served population.
These findings are helping to develop a better understanding of the aspects of primary care which
are most important to low-income women, and the role which attainment of those particular

features plays in obtaining regular cancer screening.

(I need to develop this section much more, but am awaiting your read of the data and
review of this draft so that it ends up being consistent with the rest of the paper.)
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Table 1. Characteristics of the Sample (N=1205 Women)

%
Age Mean (years) 64.8 years
Range 41-96 years
Categories:  41-49 years 16.3%
50-65 31.5
> 65 52.2
Education (Highest completed)
<12 years 26.3
HS grad/GED 33.5
> Some college 40.2
Income
DK/REF 26.9
<§10K 11.5
$10-20 K 15.9
$20-30K 15.1
$30-40 K 11.4
$>40K 19.2
Self-identified Ethnicity/Race
Black/African-American 82.7
Caucasian 6.6
Hispanic/ Other 3.7
Refused 7.0
Owns Home (vs. Rents) 66.2
Work Status ‘
Retired/Disabled 62.6
Working Full-time 243
Working Part-time 6.4
Unemployed/ Homemaker/ Student/ DK/REF 7.2
Married/living as married 26.5
Family Size 2.1 (mean)
>=4 persons/household 12.4
Health Status (self-assessed)
Poor-Fair 37.4
Good 36.4
Very good-Excellent 26.2
Has a regular personal doctor/nurse 84.8
Health Insurance coverage for any period during the past 12 months
Public Only 22.8
Private (may also have had Medicare/Medicaid) 67.9
Uninsured for the entire 12 months 9.3




Table 2. Unadjusted Percentages of Women Screened, According to Presence of Specific Features
of Primary Care. N=1205 Lower Income Women, Washington, D.C. 2000.

Screening Test- (Adherence)

Co ntmmty——“ onom dmalzty”

Pap CBE Mam FOB
Specific Feature of Primary Care
% % % A
Continuity—Concentration
No Usual Source of Care (USOC) 41.2 235 11.5
USOC (has a place only) 68.5 60.4 243
USOC and Reg Doc, but Doesn’t See at all visits 76.9 64.7 333
USOC and Reg Doc; Does See for all visits 76.7 71.35 289
p=.001 p=.001 p=.051

Has had USOC for < 6 months (or no usoc) 55.2 46.7 43.8 18.1
Has had same USOC for 6-24 months 73.6 64.8 63.4 263
Has had same USOC for > 24 months 77.7 69.7 69.0

Access——OrOamzanonal

Low (lowest quartile) 71.2 63.5 64.6 29.1
Mid (mid-two quartiles) 78.2 67.1 63.5 31.7
High (top-quartile) 76.9 71.0 68.9 275
p=.037 p=.073 p=.294 p=.549
Access-Geographic
Low 69.3 64.9 61.1 222
Mid 74.6 63.7 62.4 29.6
High 76.9 69.2 69.4 31.0
p=.188 p=.150 p=.028 p=.194
Access-Financial
Low 70.8 63.3 62.7 29.1
Mid 80.3 71.9 66.6 289
High 78.7 66.7 67.9 33.3
p=.005 p=.031 p=.408 p=.590




Comprehensiveness—All needs met

Low 68.5 66.2
Mid 73.7 62.9
High 78.3 71.0
p=.037 p=.022
Comprehensiveness—(of Non-cancer Screening)
Low 29.8 19.2
Mid 64.3 47.5
High 78.8 72.0
p=.001 p=.001
Comprehensiveness—Counseling
Low 65.6 58.5
Mid 79.7 70.8
High 77.4 69.4
p=.001 p=.001
T Sep e el G G

Patient Physician Relationship—Compassion

48)

T 1 gl e e
Coordination — of Specialist Care (N

Low (lowest quartile) 65.8 59.0 58.7 3.4
Mid (mid two quartiles) 75.5 66.0 65.3 31.0
High (top quartile) 80.3 71.8 70.0 32.5
p=-001 p=.001 p=.002 =023
Patient Physician Relationship—Trust
Low 61.3 514 58.6 21.0
Mid 78.6 67.6 66.7 273
High 75.9 68.3 66.5 30.9
p=.002 p=.002 p=.243 p=.161
Patient Physician Relationship—Communication
Low 66.9 575 58.5 26.6
Mid 71.5 64.1 64.1 28.5
High 79.2 70.2 68.4 31.1

Low (lowest quartile) 75.9 63.2 3.2 20.0

Mid (mid two quartiles) 79.7 69.2 71.7 32.7

High (top quartile) 80.9 77.9 70.4 37.4
p=.508 p=.005 p=.177 p=.010

Adherence is defined for each screening test as having obtained the last two tests within age appropriate intervals based
on NCI and ACS guidelines: Ex. Mammogram adherence = last mammogram was for a routine screening exam, was
within the past two years, and also had a mammogram during the immediate two years before that “recent” one.

CBE = Clinical Breast Exam Mam = Mammogram Pap = Pap Smear FOBT= Fecal Occult Blood Test
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ANOVA for continuity and insurance

F value 27.24

p=0.0001

Mean score on Continuity Index (SD)

No insurance 2.85 (0.96)
Public insurance only 3.27 (0.85)
[ Private insurance (may also have public) 3.42 (0.73)

Insurance Status of the sample Stratified by Age:

< 65 years Freq %
Uninsured 70 13.2%
Public only 100 18.8%
Private (may also

have public) 362 68%
>65 years Freq %
Uninsured 41 6.3%
Only Medicare 355 54.7%
Dual eligibles 34 5.2%
Private 219  33.7%
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Table 3. (Just to understand relationships, too much to include in a publication)

Bivariate regressions of each primary care (independent) variable separately with the screening
adherence variables as outcomes, and adjusted for all SES variables: (age, education, race/ethnicity,
home ownership, income, marital status, health status, insurance status).

Screening Adherence (OR)

Models 1
Pap CBE Mam FOB
Continuity—Concentration
No Usual Source of Care (USOC) 1 1 1 1
USOC (has a place only) 2.9%* 4.7** 2.7* 2.3
USOC and Reg Doc, but Doesn’t See at all visits 4.6%* 5.6** 4.1** 3.1
USOC and Reg Doc; Does See for all visits 4.3%* 7.4%* 4.4** 2.4
Insurance (ref group is the uninsured) Ins NS [ns NS Ins NS Pub 2.2*
(NS=not significant) Priv 2.4**
Models 2
Pap CBE Mam FOB
Access—Organizational
Low (lowest quartile) 1 1 1. 1
Mid (mid-two quartiles) 1.3 1 0.7 1.0
High (top-quartile) 1.2 1.2 0.8 0.7
Access-Geographic
Low 1 1 1
Mid 1.5% 0.9 1.1 1.3
High 1.4 1.0 6* 1.5
Access-Financial
Low 1 1 1 1
Mid 1.4* 1.4%* 1.0 0.9
High 1.1 1.2 1.1 1.2
Insurance (ref group is the uninsured) Priv 1.6* [ns NS Priv 1.6* Priv 2.5%*
Pub NS Pub NS Pub 2.2*
Models 3
Pap CBE Mam FOB
Comprehensiveness—All needs met
Low 1 1 i 1
Mid 1.5% 1 1.2 1.1
High 1.8%* 1.4 1.5* 1.4
Comprehensiveness—Counseling
Low 1 1 1 1
Mid 2.0%* 1.7** 1.6** 1.3
High 1.8%* 1.7** 1.3 1.6%*
Insurance (ref group is the uninsured) Ins NS Ins NS Priv 1.5* Priv 2.4**
Pub NS Pub 2.1*




Models 4

Pap CBE Mam FOB
Patient Physician Relationship—Compassion
Low (lowest quartile) 1 1 1 1
Mid (mid two quartiles) 1.5% 1.2 1.3 1.4
High (top quartile) 1.6* 1.5* 1.4
Patient Physician Relationship—Trust
Low 1 1 1 1
Mid 2.0%* 1.6 1.1 1.2
High 1.7* 1.7* 1.0 1.3
Patient Physician Relationship—Communication
Low 1 ! 1 1
Mid 1 1 1 1
High 1 1 1 1
Insurance (ref group is the uninsured) Priv 1.6* Ins NS Priv 1.6* Priv 2.4**
Pub NS Pub NS Pub2.2*
Model 5
Pap CBE Mam FOB
Coordination — of Specialist Care (N=748)
Low (lowest quartile) 1 1 1 1
Mid (mid two quartiles) 1.6* 1.4* 1.4** 1.5*
High (top quartile) 1.5* 2.0*%* 1.3 1.8**
Insurance (ref group is the uninsured) Priv 1.6* Ins NS Priv 1.6* Priv 2.3**
Pub NS Pub NS Pub 2.1*
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Table 4. Odds of Adhering to Screening, According to Presence of Specific Features of Primary Care.

Women, Washington, D.C. 2000.

OR=Crude odds ratio; ORa=AdjustedT odds ratio

Screening Test- (Adherence)

N=1205 Lower Inc
*p< .05 **p <.01

Pap CBE Mam FOB

Specific Feature of Primary Care OR ORa | OR ORa OR ORa | OR ORa
Continuity—Concentration

No Usual Source of Care (USOC) | 1 ] i 1 1 l

USOC (has a place only) 3.0%% | 2.8 5.0%* 4.9%* 2.7% 6.4%% [ 25 5.8

USOC and Reg Doc. but Doesn’t See at all visits 4.7¥% ) 3.9%* | 6.0** 4.5%* 4.8%* 4.7%% | 3.8% 4.4

USOC and Reg Doc Does See for all visits 4‘7** 5 8** 8. 1** 8.0** 5.5%* 6.4%* | 3.1* 2.6

5 2 s T

R D e

Acces‘s——Or"anu,attonal

C omprehensiveness—All needs met

Low (lowest quartile) 1 1 1 1 1 1 1 1
Mid (mid-two quartiles) 1.5* 1.0 1.2 0.3 1 0.6%* | L1 0.8
High (top-quartile) 1.4* 0.9 1.4* 0.8 1.2 0.6* 1.0 0.6*

Access-Geographic
Low 1 1 1 l 1 1 1
Mid 1.5* 1.3 1.0 0.8 1.1 1.0 1.5 3
High L7** | 1.2 1.3 0.3 1.6* 1.5* 1.6 1.4
Access-Financial
Low ! i | 1 ! 1 1 1
\/[id 1.5 1.6%* l.4* 1.1 1.0 1.0 0.9
1.0 1.2

Low | 1 1 1 1 1 1 1
Mid 1.5* 1.1 [ 0.7 1.3 | 1.2 1
High 1.9** 1 1.0 1.5* 0.8 P.7x* 1.3 1.5% 1.3
Comprehensiveness—Non cancer screening
Low 1 Not l Not 1 Not 1 Not
Mid 4.8** | in 4.6%* in 8.0%* in 7.9* in
High 9.9%* | model | 13.1** | model | 13.3** | model | 18.0%* mod
el
Compreiensiveness—Counseling
Low ! 1 1 1 l 1 1 |
Mid 2.0%* | L.8** | L7* [.5** | 1.6* 1L.e** | 1.3 12
High 1.8%* | 1.6 1.6** 1.6** | 1.1 1.2 1.6* 1.5*
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Patient Physician Relationship—Compassion

Low (lowest quartile) 1 1 1 ] l 1 1

Mid (mid two quartiles) 1.6** | 1.4 1.3 1.1 1.3 1.2 1.5% 1.3

High (top quartile) 2.0%* | 1.7* [.8%* 1.2 1.6** 1.4 1.6%* | 1.4
Patient Physician Relationship—Trust

Low 1 1 1 I l l 1 1

Mid 2.4** | 1.6 1.9%* 1.5 1.5 1.0 1.5 .

High 2.1%* 113 2.0%* 1.4 1.5* 0.8 [.7* 1.3
Patient Physician Relationship—Communication

Low 1

Mid 1.4

High 2.2%*
R e e

Coordination — of Specialist Care

Low (lowest quartile) | 1 1 1 | 1 1 1

Mid (mid two quartiles) 1.8%* | 1.4 1.5%* 1.3 1.7%* 1.3 1.6%* | 14

High (top quartile) 1.9** | 1.2 2.4** 1.9** 1.6** 1.1 1.9%* | 1.7*
*

Insurance

Uninsured 1 l | 1 1 1 1 1

Public Only 0.9 1.6 0.9 1.3 1.0 0.9 2.1* 1.0

Private (May also have Public) [.8** | 2.5 1.4 1.3 2.2%* 1.3 2.7** 1.3

+Adjusted for insurance, income, health status, age, ethnicity, marital status, education, and interacti
between insurance and continuity of care. Adherence is defined for each screening test as having
obtained the last two tests within age appropriate intervals based on NCI and ACS guidelines:

Ex. Mammogram adherence = last mammogram was for a routine screening exam, was within the
past two years, and also had a mammogram during the immediate two years before that “recent” one

CBE = Clinical Breast Exam  Mam = Mammogram  Pap = Pap Smear FOB = Fecal Occult Blood Te

NOTE: Insurance was not a significant covariate in any final model where all of the primary care vari
are independent variables.

e

Pap CBE Mam FOB
Other significant variables in the final models:_| income+ educ+ age+ health+

Age+ own-+ educ+

(due to age due own-+

Medicare)  to Medicare Income+

Belief that Avoids dr. Avoids dr.
surgery increases if sick - if sick -
risk -

—
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BACKGROUND M Because of their challeng-
ing social and economic environments, low-
income women may find particular features of pri-
mary care uniquely important. For this qualitative
study we explored which features are priorities to
women from low-income settings and whether
those priorities fit into an established primary care
framework.

METHODS B We performed a qualitative analy-
sis of 4 focus groups of women aged 40 to 65
years from 4 community health clinics in
Washington, DC.  Prompted by semistructured
open-ended questions, the focus groups dis-
cussed their experiences with ambulatory care
and the attributes of primary care that they found
important. The focus groups were audiotaped,
and the tapes were transcribed verbatim and
coded independently by 3 readers.

RESULTS M The comments were independently

organized into 5 content areas of primary care
service delivery plus the construct of patient-
provider relationship in the following order of fre-
quency: accessibility (37.4%), the physician-
patient relationship (37.4%), comprehensive
scope of services (11.5%), coordination between
providers (6.8%), continuity with a single clinician
(3.7%), and accountability (3.2%). Commonly
reported specific priorities included a sense of
concern and respect from the clinicians and staff
toward the patient, a physician who was willing to
talk and spend time with them (attributes of the
physician-patient relationship), weekend or
evening hours, waiting times (attributes of organi-
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Low-Income Women'’s Priorities for Primary Care

zational accessibility), location in the inner city
and on public transport routes (an attribute of
geographic accessibility), availability of coordinat-
ed social and clinical services on-site; and, avail-
ability of mental health services on-site (attributes
of comprehensiveness and of coordination).

CONCLUSIONS ® All attributes of care that
were priorities for low-income women fit into 1 of
6 content areas. Specific features within the con-
tent areas of accessibility, physician-patient rela-
tionship, and comprehensiveness were particular-
ly important for these women.

KEY WORDS B Primary health care; poverty;
health priorities; patient satisfaction; women. (J
Fam Pract 2000; 49:141-146)

’I’he literature examining specific attributes of the
structure and process of primary care for lower-
income populations that suffer from disproportion-
ately poor health! is relatively modest?  Most
research in primary care has been undertaken in
predominantly insured middle-class private settings
and in children** There may be particular features
of primary care that are uniquely important to low-
income women given their challenging social and
economic environments.

Ideally, primary care provides entry into the sys-
tem for all new health needs, involves person-
focused (not disease-oriented) care over time,
includes care for all but very uncommon or unusu-
al conditions, and coordinates services delivered by
multiple providers.® In accepted conceptual frame-
works of primary care, the essential features include:
a comprehensive range of services, coordination
across providers, continuity with a single provider,
an accessible source of care, and accountability.**

The purposes of our qualitative study were to
determine which particular attributes of primary care
were priorities for low-income women and to inves-
tigate whether an accepted framework for the con-
ceptualization of primary care™" corresponds to the
priorities of low-income women aged 40 years and

*Definitions for these features can be found on the journals Web
site, www.jfampract.com.
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Focus Group Questions

When you think about the place where you go for health care, what kinds of things are most important to you?

What do you think about the care that you receive at (XYZ} clinic?

i

What are the good things about your care there?

4 What are the bad things about your care?

’ Is there anything about your care that could be improved?

H\V/Vhat would keep you from coming to (XYZ) clinic if you needed care or had any type of guestions about your health?

V ) What would be the characteristics of the ideal clinic, that would make you want to go there for your care?

Where would this clinic be located?

NOTE: A short demographic questionnaire was circulated and read aloud with the women at the end of each focus group.

older. We hypothesized that themes raised by low-
income women would fit into an established frame-
work of primary care, but particular attributes of the
features of primary care would be especially impor-
tant to this vulnerable population.

METHODS

Study Design

We recruited focus group participants using posters
and flyers circulated at 4 community clinics in
Washington, DC.  Those clinics were selected
because of their location in medically underserved
communities in 3 of the poorest wards of
Washington, DC, and because they were examples
of the range of structure and funding sources. We
used in-depth interviews, audiotaped focus groups,"
and content analysis of the verbatim transcripts” to
identify attributes of primary care that are important
to low-income women. At completion of the fourth
focus group, similar themes continued to be raised,
indicating saturation of themes. Through an iterative
process of listening to audiotapes and reading tran-
scripts, an exhaustive taxonomy was created that
identified groups of issues that low-income women
identified as important in the receipt of primary care.

Focus-Group Participants

The participants were English- or Spanish-speaking
women aged 40 years or older who used the clinic
for their current care or who had used the clinic in
the past and were able to give informed consent.
Since our qualitative study is the first component of
a larger study to assess the relationship between pri-
orities for primary care and receipt of cancer screen-
ing services for low-income women, we restricted
the sampling frame to women aged 40 years and
older.

Conduct of Focus Group Sessions

A separate focus group was held for each clinic. All
focus groups were conducted in convenient, safe,
and neutral community settings, and clinic staff was
not present. The sessions lasted approximately 2

hours. A total of 24 women patticipated in the 4
focus groups: 2 of predominantly African American
patients facilitated by an independent experienced
African American female moderator and 2 of
Spanish-speaking patients, conducted in Spanish by
an experienced Latin American age-appropriate
female moderator. A series of open-ended questions
was asked of participants to elicit feelings about and
experiences with primary care. (Table D).

Development of Taxonomy

Two study team members (an internist and a physi-
cian researcher) independently reviewed each tran-
script in its entirety, identifying distinct topics
(themes) and making comments indicating each of
these units of text. Repeated or reworded statements
of the same idea by the same participant were listed
together as one comment.

Each unit of text (a statement that conveyed one
idea) from the transcripts was listed by a physician
primary care researcher in the order it arose in the
transcripts as both a direct quote and as a summary
theme on the basis of the comments made by the
first 2 study team members. Initially, to avoid impos-
ing any particular framework onto the women’s
comments, 2 investigators did independent induc-
tive coding,®* in which each unit of text was
reviewed in its context from the transcript, cate-
gories (labels) were generated, and a list of labels
was compiled. When reviewing this exhaustive list,
we found that the list of inductive labels (codes) fit
fairly well into established conceptual frameworks
for primary care. Thus, all units of text from the tran-
scripts were then reclassified independently in dupli-
cate (by a clinical internist and by a physician pri-
mary care researcher), using agreed-upon coding
rules from the primary care conceptual framework,
with the addition of the physician-patient relation-
ship category, which arose as a common theme
from the transcripts.

Interrater reliability for the overall coding of dis-
tinct units of text into 1 of 6 major primary care con-
tent areas was substantial (§ = 0.84 overall). Content
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analysis was performed on the comments for all 4
focus groups, including a count of the number of
times a theme was mentioned by different respon-
dents and the primary care content area into which
the themes fit.

RESULTS

A total of 24 women participated in the discussions:
8 Latinas, 15 African Americans, and 1 white woman.
The mean age of the participants was 46.6 years
(median = 44.5; one third were aged 50 years and
older.) Eight of the participants had an 11th grade
education or less; 5 were high-school graduates; and
11 had some college education. Four were married.
The majority worked: 8 full time, 8 part time, and the
rest were unpaid. retired, or unemployed. Sixteen of
these women cared for dependents part or full time.
Eighty-two percent of the participants had a house-

$20,000, reflecting our success in recruiting the pop-
ulation we sought. Twenty-two women were unin-
sured, but most of the African American participants
had had Medicaid or private insurance in the past.
The most important conceptual modification aris-
ing from the women’s comments was the addition of
the physician-patient relationship as an important
and unique feature encompassing many of the
women’s priorities. The percentages of focus group
participant comments falling into each of the major
primary care codes were as follows: an accessible
source of care (37.4%), the physician-patient rela-
tionship (37.4%), a comprehensive range of services
(11.5%), coordination across providers (6.8%), conti-
nuity with a single provider (3.7%), and accounta-
bility (3.2%). Table 2 gives the frequency distribu-
tion of participants’ priorities for primary care and
some of the more commonly stated priorities.
Within the content area of the physician-patient

hold income of less than
| TABLE 2

Sample of Low-Income Women’s Priorities for Primary Care
Identified in Focus Groups

Accessibility 37.4*

« Location in inner city or on public transport  (9)

e Available to those without insuranceflow costs of services (12}t

» Attentiveness to waiting times to get an appointment and to be seen once at the clinic {12)
» Weekend or evening hours/convenient appointment times  (10)

« Doctor and staff fluent in Spanish/test results mailed in Spanish (Hispanic participants) (9}

N

Physician-Patient Relationship 37.4

¢ Concerned, respectful staff (29)
* Doctor willing to talk and listen (10)

* Clinician from the same culture/knowledgable about the immigrant community (Hispanic participants) (7)

Comprehensiveness 115

* Up-to-date facility and equipment (6}

» Multiple services available on-site: mental health, counseling, dental, preventive (8)

Coordination 6.8

* Integration of social services (eg, social security, HUD, food stamps) (5)
» Ease of getting well-coordinated referrals to outside services and to a wide range of hospitals (5}

Continuity 3.7

* Providers that you know from the past (6)

Accountability 3.2

¢ Quality of care (3)
® Reputation in the community (2)
* Happy with care (satisfaction) (1)

HUD denotes US Department of Housing and Urban Development.
*Percentage of total comments for which each content area accounted.
tNumber of times each specific theme was mentioned by different individuals.
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' TABLE 3 : S ———

Sample Comments from the Focus Groups Organized

by Primary Care Content Areas

Category Sample Comments

Comprehensiveness®*” « “It's really surprising, all the things that are going on in that one clinic.
in some ways it's better than a private doctor.

¢ "They even have someone to talk to you about depression.”

* "] went in to get more blood pressure medicine, and instead of just
giving me the medicine, the doctor said that | was supposed to have this
done, breast exam, Pap smear, shots. The doctor took the time to give me
all this stuff”

Coordination®™ ¢ “They [clinic staff] kept calling me to reach me about my mammogram.
It really made me feel good to know that there is someone there who
really cares.”

o | think the clinic should have a doctor and social worker to go through
social security, because if you have a disability, you have to go through a
whole lot of problems with your disability.”

Continuity*"  “| had a long treatment and then my Medicaid was cut. The relationship
between the doctor and the patient is very important. | wanted to see
the same doctor.” ;

» “[ want a doctor who gets to know me.”

Accessibility*™ ¢ “The clinic needs to be right here, in my neighborhood, or near a bus or
subway.”

» “| had chosen a private doctor myself, but | could never talk to her. |
could never get in contact with her ... so, that's when | ended up coming
back [to the clinic]”

e “Communication gets lost with translation. It is not the same if you
explain directly to the doctor what you feel, as to tell somebody else
who will translate to the doctor in their own way.”

Physician-Patient Relationship? ¢ “The whole staff makes you feel like a human being and that you are i
important.” ;

» “| think they give really good care, because the first time | came here,
they explained to me what was going on.” !

» “| would like for the doctor to talk with me, to tell me what problems |
have, and to have an interest in my concerns.”

Accountability® * "You want a high level of health care at a totally professional level”

» “If it has a good reputation, you go there, and if you still receive that type
of treatment that everybody else says that they are getting there, then

that makes you want to go back. Like at [Medicaid managed plan X], I've
been there more times in the last couple of months, than I'd been with

my other [private] doctor”

relationship, themes mentioned most often were Latin community and of the fear and trust issues
communication between physician and patient, hav- experienced by recent immigrants toward the med-
ing staff who listen, getting personal attention, and ical system and toward other members of the com-
most important, a staff that was concerned and munity were mentioned often.

respectful. For Latinas, clinicians’ knowledge of the Specific attributes mentioned frequently within
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the category of accessibility were a clinic that had
evening and weekend hours, was open to all regard-
less of insurance status, was located in the inner city
or was accessible by using public transport, and was
attentive to waiting times. Among Latinas, having a
doctor fluent in Spanish and from a similar cultural
background was an additional priority.

Within the category of comprehensiveness, the
most frequently mentioned themes were the avail-
ability of multiple services at one site, presence of an
intake procedure that recognized one’s needs, coor-
dination of medical and social services on-site, and
the availability of counseling and treatment for emo-
tional and mental health concerns. Sample quotes
from the focus group transcripts, organized within
the 6 content areas, are presented in Table 3.

DISCUSSION

Eighty-six percent of participants’ comments fit into
1 of 3 content areas: physician-patient relationship,
accessibility, and comprehensiveness. The breadth
and depth® of physician-patient interactions in pri-
mary care make its relationship unique. Heavy
emphasis on interactions with their primary care
physicians (one third of all comments) supports
other authors’ statements about vulnerable patients
placing a special emphasis on this relationship.’*
Underinsured people lacking access to alternate
providers have a heightened reliance on a physi-
cian’s competence, skills, and good wilL*® Having a
sense that their physician had concern and respect
for the patient was the most frequently mentioned
priority in the focus groups. When working with
low-income minority or immigrant patients, physi-
cians might want to be especially sensitive to their
voice, tone, and posture to communicate a sense of
respect and concern for patients who may already
feel vulnerable. It appears that the category of physi-
cian-patient relationship is vital to the conceptual
framework of primary care for these low-income
women, and it may be a link in the chain without
which the other features (continuity, comprehen-
siveness, coordination, accessibility, accountability)
cannot function optimally.

Accessibility was also a clear priority for these
women. Twenty-two of the 24 women in this study
were uninsured. This may explain why a large per-
centage of their comments (37.4%) fell into this cat-
egory. Even though these uninsured women were
receiving medical care in community clinics, issues
of access (particularly of organizational access) were
still foremost in their minds. This may be due to pre-
vious obstacles encountered in obtaining care or to
deficiencies or strengths perceived in their current
systems. Juxtaposed against the reality of increasing
underinsurance for even basic access to services, this
underscores a serious and worsening problem of
unmet health care delivery needs. This emphasis on
accessibility demonstrates the need to improve both

the financing and organization of the primary care
safety net.

The themes most frequently raised with respect
to comprehensiveness highlight how the needs of
economically vulnerable people may differ from
those who are financially secure. For example, pre-
vious research shows that poor women have a high-
er prevalence of mood disorders than the general
population,”® and most would prefer to be treated
for these in the primary care setting,”* since they
often do not have the choice of going directly to
specialty mental health services. This supports the
provision of basic mental health care for the more
common and treatable mood and anxiety disorders
in the primary care setting. Stronger ties between
primary care and certain specialty services may be
needed to ensure such comprehensiveness.

A comparison of these participants’ priorities
with those of the general population in the literature
yields similarities and differences. Priorities vary
with sociodemographic characteristics®  younger
patients valued coordination of care and technical
proficiency most, while older patients ranked conti-
nuity of care and comprehensiveness highest.”
Older patients placed more emphasis on cost
issues®® and on attributes of accountability.”**
Differences have also been shown by health status:
Patients with a chronic illness preferred continuity
over other features.? In the general population,
accessibility, coordination, information, communi-
cation, education, respect for patients’ values and
expressed needs, and emotional support are the
greatest concerns. Population differences in prior-
ities demonstrate that primary care systems must be
tailored to the specific needs and priorities of the
populations served.

Comparison of our study’s findings with those of
the general population raises the issue of what these
low-income women were not saying. For example,
issues of accountability were infrequently men-
tioned. This may reflect the participants’ greater con-
cerns with having accessible care. Also continuity of
care, while accounting for only 3.7% of comments,
was tied to other specific attributes considered
important by these women. For example, attributes
of the physician-patient relationship, such as com-
munication, are directly tied to the presence of an
ongoing relationship with a physician over time.
Furthermore, given the dependence of economical-
ly vulnerable persons on their primary care physi-
cian for access to services and the important role this
physician has in coordinating their care, continuity
seems especially important.”

Limitations

Several limitations should be considered in inter-
preting these findings. We investigated the research
questions in this exploratory study by using focus
groups and qualitative analysis. Such methods, if
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