1duasnue Joyiny vd-HIN 1duasnue Joyiny vd-HIN

1duasnue Joyiny vd-HIN

éPL "VS)))\

NIH Public Access

Y (A
] a2 & Author Manuscript

o
R s

Published in final edited form as:
Pediatrics. 2008 December ; 122(6): €1141-e1148. doi:10.1542/peds.2007-3587.

“You get what you get:” unexpected findings about low-income
parents’ negative experiences with community resources

Michael Silverstein, MD, MPH, Jacqueline Lamberto, MPH, Kristina DePeau, MPH, and David
C. Grossman, MD, MPH

Abstract

Context—Community-based resources are considered a critical part of the American healthcare
system. However, studies evaluating the effectiveness of such resources have not been accompanied
by rigorous explorations of the perceptions or experiences of those who use them.

Objective—In this paper, we aim to understand and classify types of negative perceptions that low-
income parents have of community resources. This objective originated from a series of unexpected
findings, which emerged during the analysis of qualitative data, initially collected for other purposes.

Methods—In-depth qualitative interviews with urban low-income parents. Themes emerged
through a grounded theory analysis of coded interview transcripts. Interviews took place in two
different cities as part of two studies with distinct objectives.

Results—We completed 41 interviews. Informants often perceived their interactions with people
and organizations as a series of tradeoffs; and important choices, often as decisions between two
suboptimal options. Seeking help from community resources was seen in that context. The following
specific themes emerged: 1) Engaging with services sometimes meant subjecting oneself to
requirements perceived as unnecessary; and in the extreme, having to adopt the value systems of
others. 2) Accepting services was sometimes perceived as a loss of control over one's surroundings,
which in turn was associated with feelings of sadness, helplessness or stress. 3) Individuals staffing
community agencies were sometimes seen as judgmental or intrusive; and when many services were
accessed concurrently, information sometimes became overbearing or a source of additional stress;
and 4) Some services, or advice received as part of such services, were perceived as unhelpful because
they were too generic or formulaic.

Conclusions—Our data suggest that definable patterns of negative perceptions of community
resources may exist among low-income parents. Quantifying these perceptions may help improve
the client-centeredness of such organizations, and may ultimately help reduce barriers to engagement.

Keywords
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Introduction

The integration of community resources with healthcare delivery is an important component
of quality medical care. According to the MacColl Institute's Chronic Care Model, community
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programs can support and expand the health system's ability to provide service, not only for
the chronically ill, but also for healthy individuals for whom prevention is a principal goal of
care (1-3). In recent years, numerous studies demonstrating the effectiveness of community-
based services — such as early intervention for children with developmental problems (4-6),
home visitation programs (7-9), and early learning programs (10,11) — have appeared in the
medical literature. Additional commentaries have been published on the promise of such
services as medical-legal advocacy partnerships (12) and community-integrated primary care
(13). In its latest edition, the American Academy of Pediatrics’ Bright Futures Guidelines
highlighted access to community resources as one of the principal themes of quality pediatric
health supervision (14).

Despite the acceptance of community resources as important components of healthcare, such
resources have not been examined with the same set of standards — relative to their
shortcomings or negative perceptions — as more traditional aspects of medicine. Whereas the
medical literature is replete with evidence concerning families’ negative perceptions on a
variety of elements of pediatric care — for example, dissatisfaction among families of children
with special healthcare needs (15), barriers to acceptance of certain vaccines (16), or the fear
and vulnerability that parents feel during the evaluation of a febrile infant (17) — we could find
few similar studies pertaining to community-based resources.

The present analysis aims to classify the types of negative perceptions or experiences that occur
when low-income families consider engaging with community resources established for their
benefit. The analysis presented is based on a series of unexpected findings from in-depth
qualitative interviews with urban low-income parents in two geographic locales. Through the
analysis of these conversations, and presentation of themes derived from them, we aim to
generate hypotheses for future research regarding how community resources may be better
tailored to clients’ needs, and how client utilization and satisfaction can be maximized.

Study overview, qualitative methodology and how unexpected findings emerged

We conducted 41 interviews. Thirteen interviews were conducted in Seattle, WA between April
2002 and January 2003 for the original purpose of exploring how families access early learning
resources for their children. Twenty-eight were conducted in Boston, MA between November
2004 and May 2006 for the original purpose of exploring how low-income mothers perceive
experiences of adversity and stress.

Both sets of interviews were guided by open-ended questions, the majority of which were not
specific to the stated research objectives (Table). Such contextual questions (for example,
“Please tell me about your family.”) were designed to encourage individuals to open up and
express experiences and perceptions in their own terms — an accepted goal of ethnographic-
style qualitative interviewing (18). Therefore, although the two sets of interviews had distinct
original objectives, they used an identical set of questions, not specific to the orginial research
objectives, to achieve open dialogue. Because of this interviewing technique, both sets of
interviews led to a series of unexpected discussions about participants’ negative perceptions
of their interactions with an array of community and social services. The authors felt that
because these findings were unexpected — and derived from questions common to both sets of
interviews — combining the two datasets in a single analysis was methodologically sound, and
consistent with existing literature on aggregating qualitative data (19-21).
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Participants and recruitment

Participants, often termed “informants” in qualitative research, were recruited from Head Start
or other home visitation programs, outpatient pediatric clinics, and Women Infant and Children
(WIC) offices. In Seattle, any mother or father was eligible to participate; in Boston, any mother
or expectant mother was eligible. Effective communication in English was required for
participation. As is typical in qualitative research, our sampling scheme was nonrandom and
aimed to cover a range of relevant perspectives. We purposefully recruited informants from
different geographic locales within the cities, informants with and without local family support,
and informants with and without partners. Physicians, social workers, and home visitors in
each venue were given a brief overview of the study's goals (as stated above), and identified
potential participants by phoning them or informing them of the study during normal work-
related interactions.

In the informed consent process at the time of the interview, informants were told that they
would be asked general questions about themselves and their families. They were also
informed, in intentionally vague terms, about the original objectives of each study — for
example, how they think about getting what they need for their children (Seattle), or how they
cope with the events of everyday life (Boston). They were also told that they would receive
$25 for participating. All informants were asked permission to be contacted in the future so
investigators could obtain feedback on study findings. The Institutional Review Boards of the
University of Washington and the Boston University Medical Center approved this study.

Data collection

The interviews were conducted by one of the authors (MS; 24 interviews) and a research
assistant (17 interviews), both of whom were trained in qualitative interviewing. Interviews
lasted 45 to 90 minutes; they were audiotaped and transcribed. Two anthropologists
independently assessed samples of the tapes to assure appropriate interviewing technique.

Data analysis

The open-ended interviewing structure permitted participants to speak for themselves, leading
to the emergence of unexpected findings. It also permitted investigators to explore such
findings without imposing researcher-derived constructs or preconceived hypotheses — a
grounded theory approach to data analysis (18). As part of this approach, data derived from
earlier time points (in both Seattle and Boston) were discussed and used to adapt interview
questions (22). Through this process — and concurrent with data acquisition in Boston — we
uncovered and developed themes related to negative perceptions of community services
(Figure 1). Although the basic structure of our interviews did not change, interviewers began
to probe more deeply into this topic as further relevant themes emerged — but never with the
assumption that such experiences had to be negative.

Investigators reviewed each transcript independently, and then discussed the salient themes of
each. Once all transcripts were discussed, investigators agreed upon a set of codes to capture
the presence or absence of these themes in each transcript. Investigators (MS, KD, JL) then
coded the transcripts independently and convened to assure uniform coding. Disagreements
were resolved through discussion; transcripts were sorted into coded passages through the use
of the Hyperresearch software package (Randolph, MA). Each coded passage was then
reviewed by the investigators and categorized into final themes. Investigators also collected
passages in which informants shared perspectives different from the central themes (23). We
term these, “divergent cases.”
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Data credibility

Results

Population

Data collection formally ended for the Boston interviews when the authors recognized that a
set of recurrent themes, relevant to the initial study goal of exploring perceptions of stress and
adversity, were identified and no new themes in this regard were evident (thematic saturation).
In a similar fashion, thematic saturation was also ensured relative to the unexpected finding
concerning community resources. The Seattle transcripts were then reviewed to look for any
new themes relevant to experiences with community resources; none was discovered. Due to
the unexpected nature of the findings, thematic saturation was unable to be confirmed
independently for the Seattle cohort. We therefore performed an analysis, restricted to the
Boston interviews (the larger of the two datasets, and the one in which the unexpected findings
surfaced during prospective data collection), to assure the reliability of our findings.

We employed three, accepted technigues to ensure the validity of our data (24,25). 1)
Investigator triangulation: the three investigators who coded the data were from different
disciplines and each read the transcripts independently before meeting to ensure consensus of
all codes applied. We also compared the transcripts of the two different interviewers to look
for systematic differences between them. 2) Expert triangulation: investigators convened three
separate meetings in which the study's methodology, coding scheme, and results were presented
to a group of health services researchers, to two social workers, and to three representatives
from the community agencies under discussion. Meetings with researchers occurred as formal
and informal sessions within an academic division of general pediatrics. Social work and
community representative meetings occurred once the initial coding schema was created, with
attendees chosen based on their relevant expertise. 3) Member checking: themes were shared
with a subset of study subjects in the Boston cohort. To ensure subject confidentiality during
data corroboration procedures, only general themes — as opposed to direct quotations — were
shared and discussed.

Informants ranged in age from 19 to 45 years. All informants had incomes at or below the
federal poverty level, and most had attended some high school. Of the 41 participants, two
were fathers; one, an expectant mother; 38, mothers. Across the 41 total subjects, countries of
origin included the US (n=22), China (n=2; Boston), Japan (n=1; Boston), the Dominican
Republic (n=4; Boston), Haiti (n=2; Boston), Mexico (n=7; 5 from Seattle), Zambia (n=1;
Boston), Ethiopia (n=1; Seattle) and Somalia (n=1; Seattle) — largely reflecting each city's
demographics. The proportion of US born informants was nearly equivalent in both cohorts,
as was the average informant age.

Reliability of Findings

Interviews conducted by the two interviewers were compared, and no systematic differences
were discernable. Although the expert triangulation meetings helped investigators define their
themes more specifically, themes did not change based on these meetings. After conducting
member checking sessions with five informants, in which no changes were made to study
findings, the investigators decided that additional sessions were unnecessary. The findings of
the study did not change if we restricted the analysis to the Boston cohort.

Context: life as a series of compromises

Many informants perceived their lives as a series of compromises, or tradeoffs, and this
perception provided the context to how they discussed their relationships with many
community organizations (Figure 2). Compromises frequently involved the terms of a personal
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relationship, living situations, personal autonomy, access to one's children, or money. Many
compromises took the form of power struggles, in which ceding control over certain aspects
of one’s life appeared the central issue.

11: It got to the point where it was always me saying one thing and him saying another,
and it was like we got to meet halfway. And | was doing all the compromising, so
once our relationship ended, I felt so much better. And when it ended, he still lived
with me for a year. | should say once he moved out, things got better.

12: He's [former partner] much happier being out on the street, dealing. | mean he's a
drug addict, he's a drug dealer. He's been in jail a lot of his life, over 10 years he's
been in and out of jail. The past 5 years he hasn't been in jail, but | bailed him out of
jail for $5000, so that he can see the baby [i.e. his baby] being born.

Many of our informants’ decisions appeared to require an explicit examination of an assumed
drawback or a difficult choice between two suboptimal options. In the following passage, the
informant discusses the drawbacks of enrolling her child in Head Start, and her concern that
the need for childcare may be exposing her child to a suboptimal environment (f3).

113: You can complain about it [i.e. the teachers not doing their jobs well], but not a
whole lot would get done. Not a whole lot would come out of it because they're
[publicly] funded, and if they had their own money, maybe they could hire better
teachers or give them better training, but they're funded by someone else, so you get
what you get.

Such a mindset of compromise provided a frame of reference regarding how many of the
informants perceived their interactions with community services.

Themes: Negative perceptions to engagement with community-based resources

External requirements and value systems—One perceived disadvantage of accepting
help from social services was the imposition of external requirements or structure. Although
not restricted to homeless shelters, this perception was particularly apparent among informants
requiring help for unstable housing situations. The informant in the example below used a
mocking tone to parody the daily schedule in a homeless shelter, which she felt infringed on
her autonomy (4).

f4: So usually Monday, Tuesday Wednesday, we have meetings from 9:30 in the
morning until 11:00, unless you have more stuff to say and it runs later. So we have
to be there every day. We always have to participate. We always have to say our name,
our room number and how we're doing that day, and then if we have any issues with
the house. After we do that, | usually eat breakfast, get ready for the day, shower,
depending on if | have appointments, doctors’ appointments.

One specific type of external requirement mentioned by a small number of informants was the
imposition of other people's value systems (15). Informants generally saw such an imposition
as necessary to endure, should the service be absolutely necessary. In the following example,
the informant was required to attend bible study in her shelter.

15: I was living in a shelter, and the shelter has rules, like my curfew was 7 o'clock.
Yeah, my curfew was 7 o'clock, and of course that shelter was just like a house, so
like the lady, the owner is a Catholic, so Tuesdays and Thursdays we had to go to
bible study, we had to do religious classes from about 10 to 3 o'clock, Tuesday and
Thursday and it's compulsory whether you like it or not.

Locus of control as a powerful driver of mood—Among virtually all our informants,
the perceived loss of control over one's life circumstances — whether at the hands of a social
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service organization, another individual, or uncontrollable circumstance — was seen to be
associated with feelings of sadness, helplessness or stress (16).

116: 1 got trapped. You know how guys say they get trapped by babies. I think got
trapped because | wanted to have an abortion, but he [father of the baby] wanted to
have the kid...for me and for him. I got trapped. | should have listened to myself. But
you know | take it one day at a time, hope for the best, expect the worst.

Conversely, taking control of one's circumstances, acknowledging errors in judgment, or
assuming ownership of problems were perceived as empowering and served to alleviate
demoralization or to positively reframe one's experience of adversity (7). The following
informant relates her experience of discovering she was pregnant:

17: 1 walked out of the room [after discovering she was pregnant] with a smile on my
face because | knew my life was never going to be the same. And | says to myself,
“You know what, you have to smarten up. You have to take action. You have a little
baby coming into the world. You can't be a screw-up like you usually are.” So | took
a stand, got myself on SSI, got healthcare, went to all my appointments. | stopped
doing drugs cold turkey.

For some of our informants, accessing certain services — or admitting that they needed services
—represented a loss of control (18). This was particularly salient for housing or welfare services.
This particular informant spoke of loss of control using the metaphor of “not having her life,”
which also may be interpreted as a tradeoff or compromise.

18: You went through a lot of stuff like those Welfare Office people; they're very rude.
So | don't have to deal with those if | didn't have her [her daughter]. But then | have
her, and | have to deal with those people, and then | have to go the shelter and stuff.
Every day-1 didn't have my life. Every day, it's the people watching you, what you
do, and they would tell you what you have to do.

For a few informants, accepting help (either from individuals or from agencies) conflicted with
their source of pride. This perception, combined with a low expectation for what they would
receive, was sometimes discussed as a barrier to accessing services. In the following case, the
locus of control theme is linked to the previously mentioned finding regarding tradeoffs and

compromise (19).

19: Because my mother raised me to not ask people for help because you should be
able to do it yourself, at times, people would offer and whether | wanted to say yes
or no, | would say no because thinking back to about how she raised me. If you got
yourself into a situation or this is the problem, what would you do to get yourself out?
Being able to depend on yourself and nobody else because a lot of times people can
let you down so. So even when | did ask people for help, okay you have to know that
people are willing to help you; it's okay to ask for help, and don't always let your pride
stand in the way because if you do, that can keep you from doing whatever it is you
need to do.

Judgment, intrusion, overload—Another theme among our informants was that they
perceived some people working in the human services sector to be judgmental or intrusive;
and that the aggregation of many services could be overbearing. One informant, for example,
related her involvement with six or seven separate individuals, each of whom offered different
advice (110).

1110: A lot of voices telling you what to do...the case manager tell you to do that, and
the house manager tell you to do this, then a lot of appointments, downtown
appointments and then appointment for the case manager, the house manager, and
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then nutrition here, nutritionist, and then the two more social workers here and my
case manager here. Can you imagine how many people I have to deal with? It was
probably six-seven people.

Further, fulfilling the demands of one social worker often meant having to be late for a meeting
with another; and in this context, the above informant reported feeling judged or patronized.

Apart from the time commitment of receiving certain services, a number of women felt that
many services were not worth sacrificing their privacy (11).

1111: I feel tied down being here like with the whole apartment situation. Right now
I'm on assistance, and | don't want to be on assistance, but | have to be. | don't like

people combing through my life with a comb. | don't like that. And that's what you

have to do.

For some mothers, avoiding judgment by others — for example, negative assessments of their
parenting skills by childcare providers — was linked to hardships in other aspects of their lives
(112). In the passage below, the informant feels as though the Head start staff is going to think
she is physically abusive to her child if they witness her yelling at her child, and this perception
of being judged forces the informant to withdraw her child from the program.

1112: As soon as we got to the door of the classroom, she would start crying. It was
like, okay, we're doing this every day. I'm not sure what to do. But I can't yell at you
[the child] because it's like that's not helping you. And then if I'm yelling at you as
well, the teachers are going to look at it as if I'm threatening you, or I'm hitting her
before she goes to school. And they used to think that. So at times | would keep her
at home or at least try and talk to the teacher and at least to try and coach her...And
after a while, it's like okay, | have to withdraw her because she's not going to stop
crying until she can feel like she's comfortable.

Formuliac recommendations—A few informants related the experience of having been
given advice that was not specific to them or information that they already knew (13).

7113: It's like-I feel like they don't think I can do it. They give me those advice [sic]
that | know already. | don't need to hear it again because I told myself those things
and I know it.

A few informants also related the experience of having been given advice without having first
been listened to. One informant used the metaphors of ‘slow’ and ‘fast’ to describe thoughtful
and non-thoughtful social workers, respectively. Informants’ desire for individuals to listen to
them was couched in terms not only of needing emotional support or friendship, but also of
listening and understanding being a prerequisite for the provision of useful services, applicable
to an individual's specific needs (114).

114: Sometimes you need a listener more than an advisor. You know what I'm saying.
Sometimes social worker give you advice and that makes feel like they're pushing me
to listen to them to-they're trying to give me an idea that this is what it is. This is what
you should do. This gives me stress. But the social worker who sits there and try to
slow down and see what | see in my anger and not give me advice and just listen.
That's better to reduce my stress.

[Note: Because this passage may have multiple interpretations, the authors confirmed
its meaning directly with the informant.]
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Divergent cases

Although the purpose of this analysis was to describe specific perceptions that adversely affect
engagement with community resources, we also discovered some favorable perceptions. Some
informants, for example, related that certain child development programs helped them with
issues that they had previously considered beyond the scope of such programs. Additionally,
engagement with certain resources sometimes made them feel they were not alone is
experiencing an adversity, as opposed to making them feel singled out (115). In such a way,
they provided a positive juxtaposition to the medical system.

115: They [the Head Start teachers] talk with you. They joke with you. They make
you feel that you're no different from anybody else. Sometimes doctors make you feel
like you're different.

Lastly, many of our informants (like the following one, in her early twenties) spoke of meeting
individuals unexpectedly who were particularly talented at their jobs, who were particularly
helpful, or who went beyond what their job was perceived to entail (116).

7116: Like [person's name] goes to appointments with me, to sign a contract with me
when | got my apartment. That was a big help because I never get an apartment before;
I didn't sign a contract before. You know, she's more like an adult to me.

Discussion

Among our informants, we uncovered a series of common themes, potentially important to
informing a new direction of research, relevant to the delivery of client-centered, community-
oriented healthcare. Our anchoring contextual finding was that many informants perceived
their interactions with others as a series of tradeoffs or power struggles; and they reported a
similar dynamic with social service agencies. Common to a number of our informants was the
perception that accessing services from some agencies meant subjecting oneself to unnecessary
requirements, including the imposition of external value systems. This phenomenon was
sometimes interpreted as a loss of control over one's surroundings. Sometimes, services, or the
advice informants received, were perceived as too generic or formulaic to be helpful; when
many services were accessed concurrently, information sometimes became a source of
additional stress.

Whereas many have written about community resources as a important component of
healthcare (1,2), studies evaluating the effectiveness of such resources have been
unaccompanied by rigorous explorations of either their negative consequences or negative
perceptions by those who use them. Although studies in the social work literature address such
topics among specific populations such as homeless youth, veterans or African American
women exposed to violence (26-28), to our knowledge our study is the first to systematically
classify such perceptions among low-income urban parents with young children.

If community resources are taken to be a vital part of the greater healthcare system, such
resources, we argue, should be examined with similar standards as more traditional aspects of
healthcare, relative to their degree of client-centeredness. Key attributes of client-centeredness
—a concept viewed by the Institute of Medicine as a key contributor to quality healthcare
(29) — are respect for client values, preferences and needs; coordination and integration of
services; access; and communication between clients and providers (30). Previous reports have
demonstrated areas in need of improvement in healthcare relative to many of these domains
(31-33). This report details the unexpected findings of interviews of low-income mothers that
shed light on this issue as it relates to community-based services.
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One may argue that many of the negative perceptions reported in this study are unavoidable.
Resident safety in a homeless shelter, for example, may require a curfew or scheduled group
time; questions perceived as intrusive during an intake for Head Start might be required by
government agencies; and a formulaic array of services may be the delivery system design that
permits service to the greatest number of clients. These results, therefore, should not be
interpreted as a systematic critique of community programs, and should be seen in the context
of the positive comments that a number of informants communicated. Furthermore, it should
be noted that our study informants should not be seen as passive recipients of the services they
discuss; rather, there is more likely a complex interaction between clients and organizations,
and one's degree of personal empowerment likely plays a significant role in this interaction.

Our study has a number of limitations. All informants spoke English, and all had the ability to
access the services from which they were recruited. We cannot comment, therefore, on non-
English speakers or populations who do not avail themselves of any social services. As with
all qualitative research, themes are the product of a discussion between unique individuals; and
although no systematic differences were discernable between our interviewers, it is possible
that different interviewers would have generated different results. Furthermore, although our
unexpected findings emerged from contextual questions, common to both sets of interviews —
and our results held when we restricted the analysis to the Boston data only — it is possible that
the original purposes of studies biased our findings on community resources. Although we
continued to conduct interviews until thematic saturation was achieved in the Boston cohort,
it is still possible that other, important themes remain undiscovered. Lastly, an inherent
limitation of qualitative research is that it cannot estimate prevalence; therefore, we can make
no comment on the frequency with which these perceptions are held or whether they are
generalizable to other locales.

Because one important function of qualitative research is to generate hypotheses for further
study (34), we offer such hypotheses as our study conclusions. It is known from previous
research that a significant proportion of families referred to community-based services never
receive them (35,36) and that many potentially valuable services are undersubscribed in some
parts of the country. Even when appropriate referrals are made, scarcity of resources is
sometimes posited as a reason for non-receipt of services. It may be, however, that perceived
disadvantages to engaging with community resources may create additional barriers to
engagement. An important topic of future research, therefore, would be to assess the prevalence
of the perceptions uncovered in our study and whether such perceptions indeed create barriers
to engagement. If the do, discerning whether these perceptions come from direct experiences
with community agencies or from larger contextual issues such as racism or the chronic
demoralization that comes with poverty would be important. We further hypothesize that a
systematic understanding of parents’ perceptions of community-based resources is important
to maximizing their client-centeredness; and this that type of research may ultimately be
important to the provision of quality, client-centered healthcare.
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Figure.
Themes regarding the unintended consequences of engaging with community resources,
depicted within the context of experiencing life as a series of unfriendly negotiations
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Table

Questions used in the interviewing process
Contextual questions (common to Boston and Seattle Interviews)

1
2.

garw

Please tell me about your family (or your child).

What kinds of things do you like to do with your family when you're together?
What kinds of things do you talk about? I'm curious to learn more about [name of
a specific person in the family].

You've described certain people in your family. How would you describe yourself?
Could you walk me through a typical day for you?

I've asked you some personal questions. How does that make you feel?

Seattle Boston Specific to community
agencies
Tell me about some of your experiences
with [community agency].
Tell me about some of the relationships
that you've had with [community
agency] people.

Questions specific to early Questions specific to adversity and
learning stress

Page 13

Contextual questions were not specific to original
research objectives at either site. Unexpected
findings concerning community agencies emerged

in response to these questions.

In the Boston cohort, questions regarding
community agencies were formulated in an
iterative fashion to clarify emerging themes.

*

In the majority of interviews, responses to contextual questions touched upon original research objectives. Our interviewing technique was to pursue
those objectives with simple prompts, such as “tell me more about that,” or “that's interesting to me.” Once unexpected themes regarding community
agencies began to emerge, we applied the simple prompts to these emerging themes as well.
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