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Purpose: Purposes of this study were to (1) develop an instrument of connectedness with health care providers
(HCPs) for adolescents and young adults (AYAs) with cancer (ages 13 to 21 years); (2) evaluate the content
validity of the instrument through expert panels; (3) assess the dimensionality of the instrument; (4) evaluate the
internal consistency reliability of the instrument; and (5) evaluate the convergent and discriminant validity of
the instrument through hypothesis testing.

Methods: The Connectedness with HCPs Scale (C-HCPS) was developed and evaluated in two phases. Phase |
involved generating items, having two expert panels (AYAs and clinicians; n=13) evaluate the items for
content validity, and pretesting the instrument before pilot testing (n=6). In phase II, the psychometric
properties of the instrument (dimensionality, internal consistency reliability, and convergent/discriminant va-
lidity) were evaluated (n=101).

Results: The initial exploratory factor analysis revealed that the items separated into two separate instruments.
In addition to the C-HCPS, a Disconnectedness with HCPs Scale (D-HCPS) was revealed. The C-HCPS
contains 35 items and the D-HCPS contains 11 items. Exploratory factor analysis suggested a five-factor
solution for the C-HCPS and a two-factor solution for the D-HCPS. Internal consistency reliability of the
C-HCPS and D-HCPS was 0.964 and 0.881, respectively. Good evidence of convergent and discriminant
validity was demonstrated through hypothesis testing.

Conclusion: Findings indicate that the C-HCPS and D-HCPS are both reliable instruments with good evidence
of convergent and discriminant validity. Further exploration of these instruments using confirmatory factor
analysis in a larger sample is needed.
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Introduction their HCPs, they are unwilling to communicate with HCPs

and exé{)erience a sense of anger and resentment toward their

C ONNECTEDNESS WITH HEALTH CARE PROVIDERS (HCPs)
is an important and meaningful experience for adoles-
cents and young adults (AYAs) with cancer.'* Connected-
ness is the degree to which AYAs perceive having a close,
meaningful, and significant relationship with HCPs; this
perception is characterized by positive expressions (i.e.,
empathy, belonging, carin%, respect, and trust) that are both
received and reciprocated.” When AYAs are connected with
their HCPs, it fosters a sense of being cared about, under-
stood, and respected as a unique individual. AYAs also feel
more confident and comfortable in communicating with
HCPs, look forward to interacting with HCPs, are grateful for
their HCPs, and experience enhanced well-being during
treatment.' Contrastingly, when AY As are disconnected with
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HCPs.” Fostering connectedness may have important clinical
implications such as AYA participation in decision-making
and long-term follow-up.

To foster and maintain connectedness (and prevent dis-
connectedness), it is imperative to assess an AYA’s sense of
connectedness, especially during the early phases of treat-
ment. However, there are currently no reliable or valid in-
struments to measure connectedness with HCPs reported in
the literature. Before interventions can be developed to foster
and maintain connectedness, there is a critical need to de-
velop an instrument of connectedness.

Purposes of this article are to (1) describe the development
of the Connectedness with HCPs Scale (C-HCPS) for AYAs
(ages 13 to 21 years); (2) describe its content validity; and (3)
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report its psychometric properties (dimensionality, internal
consistency reliability, and construct validity). Aims of the
study included (1) developing an instrument of connected-
ness with HCPs for AY As; (2) evaluating the content validity
of the instrument through expert panels; (3) assessing the
dimensionality of the instrument; (4) evaluating the internal
consistency reliability of the instrument; and (5) evaluating
the convergent and discriminant validity of the instrument
through hypothesis testing.

Aims were carried out in two phases. Phase I involved
generating items, having two expert panels (AYAs and cli-
nicians) evaluate the items for content validity, and pretesting
the instrument before pilot testing. In phase II, the psycho-
metric properties of the instrument (dimensionality, internal
consistency reliability, and convergent/discriminant validity)
were evaluated.

Participants were recruited from two pediatric cancer
centers in the Midwest. Institutional Review Board (IRB)
approval was obtained at both sites before recruiting
participants.

Phase | (Aims 1 and 2)

Aim 1: Develop an instrument of connectedness
with HCPs for AYAs

The C-HCPS for AYAs is designed to measure the degree
to which an AYA perceives that he/she has a close, mean-
ingful, and significant relationship with his/her HCPs. The
term, health care providers, refers to doctors and nurses who
work in the pediatric oncology setting.

The dimensions and items for the C-HCPS were generated
from two studies: (1) a concept analysis of connectedness®
and (2) a phenomenological study of AYA cancer survivors’
experiences of connectedness with HCPs.? Nine dimensions
of connectedness were identified: intimacy, sense of be-
longing, empathy, caring, respect, trust, reciprocity, grati-
tude, and disconnectedness. Two experts involved in the
preliminary studies generated items using words from AYAs
in the phenomenological study that best represented these
dimensions. All the items were worded in a positive way,
except for disconnectedness items. A total of 119 items were
generated.

Aim 2: Evaluate the content of the instrument
through expert panels

Two expert panels (i.e., AYAs and clinician panels)
evaluated the content validity of the C-HCPS. Items of the C-
HCPS were evaluated based on Lynn’s criteria® for estab-
lishing content validity. Experts rated each item on a 4-point
scale (1 =not relevant; 2 =unable to assess relevance without
revision; 3 =relevant, but needs minor revision; and 4 = very
relevant). This rating system allowed us to calculate the
content validity index (CVI) and determine which items
should be retained, revised, or deleted. Based on the AYA
expert panel (n=5), 19 items were deleted. The remaining
100 items were then reviewed by the clinician expert panel
(n=6). Based on the clinician expert panel, 16 additional
items were deleted, 9 items were revised, and 9 new items
were added. The updated version of the C-HCPS consisted of
93 items presented in a standard questionnaire format, using a
6-point Likert response scale (i.e., 1=strongly agree,
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2 =moderately agree, 3 =slightly agree, 4 =slightly disagree,
5 =moderately disagree, and 6 = strongly disagree). Items for
each domain were randomly mixed throughout the C-HCPS.

Our next step was to pretest the C-HCPS in another sample
of AYAs (n=6). We assessed the ease/naturalness of com-
pleting the instrument, timing of completion, and clarity of
instructions and items. Based on AYA feedback, we made
minor adjustments to the instructions (such as adding a
question at the end of the questionnaire asking how many
HCPs they were thinking of when completing the instru-
ment). All 93 items were retained. The average length of time
for completion was 12 minutes.

Phase Il (Aims 3-5)
Methods

Sample. Inclusion criteria were (1) currently between
the ages of 13 and 28; (2) diagnosed with cancer between 13
and 25 years of age; (3) diagnosed two months prior and no
longer than 3 years off treatment; and (4) able to read English.
Exclusion criteria were (1) cancers not usually occurring in
AYAs, such as breast or prostate cancer, and (2) cognitive
impairment.

Sample recruitment. Following IRB approval, a letter
was mailed to eligible participants, which described the study
and informed the AYAs that someone would be calling to
ascertain interest. If the AYAs wanted to participate imme-
diately after receiving the letter, the Principal Investigator’s
(PI’s) phone number and email were provided. An opt-out
option (a toll-free number) was provided for AYAs who did
not want to be called.

After receiving the letters, 26 AYAs immediately con-
tacted the PI wanting to participate. The PI contacted 77
AYAs through phone—only 3 were not interested in par-
ticipating (3% refusal rate).

Data collection procedure. AYAs were sent a secure email
link to the study website housed in Indiana University’s secure
REDCap data collection system. The IRB waived the required
signed informed consent and parental permission for phase II
data collection; thus, after reading the informed consent/assent
and acknowledging their consent with a check mark, the AYA
was immediately directed to the instruments. Participants’ re-
sponses were downloaded into a password-protected database
for data analysis. No names were associated with instruments.

Instruments. Instruments to evaluate the convergent and
discriminant validity of the C-HCPS were hypothesized
to have either a significant relationship or nonsignificant
relationship with the C-HCPS (Table 1). Instruments hy-
pothesized to have a significant positive relationship with
the C-HCPS included (1) the Patient Satisfaction Ques-
tionnaire Short Form (PSQ-18)6; (2) Perceived Social
Support from HCPs’; (3) Jalowiec Copin% Scale (positive
coping subscales)®; (4) Herth Hope Index’; (5) Reed Self-
Transcendence Scale'?; (6) Haase Resilience in Illness
Scale''; (7) Index of Well-Being'?; and (8) Mishel Un-
certainty in Illness Scale.'*"'*

Instruments hypothesized to have a nonsignificant rela-
tionship with the C-CHPS included (9) Experiences of Close
Relationships'; (10) PROMIS®—Pediatric Anxiety Scale'®'”;
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TABLE 1. INSTRUMENTS AND HYPOTHESIZED RELATIONSHIPS
Evidence  Expected
Instruments No. of items o  of validity relationship
Convergent validity
1 Satisfaction with medical care Patient Satisfaction Questionnaire 16 NA Yes +
Revised—(PSQ-18)
2 Social support from HCPs Perceived Social Support-HCPs 20 0.89 Yes +
Scale
3 Positive coping Jalowiec Coping Scale-Revised— 10 0.87 Yes +

confrontive coping, optimistic
coping, and supportive coping

subscales
4  Hope Herth Hope Index 12 0.80 Yes +
5  Self-transcendence Reed Self-Transcendence Scale 15 0.75 Yes +
6  Resilience Haase Resilience in Illness Scale 15 0.81 Yes +
7 Well-being Index of Well-Being 9 0.87 Yes +
8  Uncertainty in illness Mishel Uncertainty in Illness Scale- 28 0.88 Yes +
Revised
Divergent validity
9  Close relationships Experiences with Close 12 NA Yes None
Relationships-Short Form
(anxiety and avoidance
subscales)
10  Ancxiety PROMIS—Pediatric Anxiety Scale 8 NA Yes None
11 Depression PROMIS—Pediatric Depression 10 NA Yes None
Scale
12 Symptom distress McCorkle Symptom Distress Scale 11 0.82 Yes None
13 Defensive coping Jalowiec Coping Scale-Revised— 7 0.81 Yes None

evasive, fatalistic, and emotive

subscales

“Cronbach’s alpha reliability. Estimates are from an RO1 study (5SR0I-NR0O08583).

Reverse coded—higher score means less uncertainty.
HCPs, health care providers; NA, not applicable.

(11) PROMIS—Pediatric Depression Scale'*'”; (12) McCor-
kle Symptom Distress Scale 8. and (13) Jalowiec (defensive
coping subscales).®

The hypothesized relationships of instruments 2—7 and 11—
13 were derived from the Resilience in Illness Model
(RIM).'"'” The RIM explains the relationship between the
social protective factor (i.e., support from HCPs) and the
other variables in the RIM (i.e., positive coping, hope, self-
transcendence, resilience, and well-being). All RIM mea-
sures were used in previous studies with AYAs and have
evidence of reliability and validity (Table 1). AYAs also
completed a brief demographic form.

Statistical analyses. Description of qualitative variables
was based on absolute and relative frequencies, whereas for
quantitative variables, we used the median and interquartile
range (IQR). Statistical comparisons between qualitative
characteristics and gender were based on the nonparametric
Fischer’s exact test. The nonparametric Mann—Whitney test
was used to test for differences regarding the levels of the
quantitative variables between males and females.

We used exploratory factor analysis to identify the un-
derlying latent factors of the C-HCPS. We used principal
component factor extraction and selected the number of la-
tent factors using Kaiser’s criterion. Oblique rotation was
applied to enhance the interpretability of the factors and to
allow these factors to be associated. To better understand the

association between the C-HCPS and the hypothesized
scales, we generated scatterplots, including a smooth asso-
ciation curve that was estimated using locally weighted re-
gression (Lowess). Reliability assessment of the C-HCPS
was based on Cronbach’s alpha coefficient. Convergent and
discriminant validity of the C-HCPS was evaluated through
the nonparametric Spearman’s rank correlation coefficient
(Spearman’s rho). All analyses were performed using
STATA 14.

Results

The initial study sample consisted of 103 participants.
However, 2 participants had missing values in multiple var-
iables and were excluded from the analysis, leading to a total
of 101 patients for the current analysis. The majority of the
participants were males (67.3%), non-Hispanic or Latino
(89.7%), and White (89.8%). Descriptive characteristics of
the study sample, both by gender and overall, are presented in
Table 2.

Aim 3: Assess the dimensionality of the instrument

Our initial exploratory factor analysis results revealed that
the 93 items of the C-HCPS had 16 dimensions, which did not
make sense. Upon closer examination, we realized that the
disconnectedness items (mixed in with the connectedness
items) stood out as their own concept. Therefore, we made
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TABLE 2. DESCRIPTIVE CHARACTERISTICS OF THE SAMPLE
Gender
Male Female
n=068, 67.3% n=33, 32.7% Overall
n (%) n (%) n (%) p-Value
Ethnicity 0.116
Hispanic or Latino 9 (13.6) 1(3.2) 10 (10.3)
Not Hispanic or Latino 57 (86.4) 30 (96.8) 87 (89.7)
Race 0.547
White 57 (87.7) 31 (93.9) 88 (89.8)
Black or African American 5@7.7) 1.0 6 (6.1)
Asian 2 (3.1 0 (0.0) 2 (2.0)
Native Hawaiian or other Pacific 1 (1.5) 1 (3.0) 2 (2.0)
Islander
Type of cancer 0.596
ALL 20 (29.4) 5(15.2) 25 (24.8)
AML 34.4) 39.1) 6(5.9)
APML 1(1.5) 0 (0.0) 1 (1.0)
Brain tumor 4 (5.9 2 (6.1) 6(5.9)
CML 0 (0.0) 1 (3.0) 1 (1.0)
Ewing’s sarcoma 34.4) 2 (6.1) 5 (5.0)
germ cell 1 (1.5) 0 (0.0) 1 (1.0)
Hodgkin lymphoma 12 (17.6) 10 (30.3) 22 (21.8)
Neuroblastoma 1 (1.5) 0 (0.0) 1 (1.0)
Non-Hodgkin lymphoma 4 (5.9 4 (12.1) 8 (7.9)
Osteosarcoma 574 1 (3.0 6 (5.9)
Rhabdomyosarcoma 2(2.9) 0 (0.0) 2 (2.0)
Wilms tumor 1(1.5) 0 (0.0) 1 (1.0)
Other 11 (16.2) 5(15.2) 16 (15.8)
Median (IQR) Median (IQR) Median (IQR) p-Value
Age, years 18.0 (16.0, 20.0) 17.0 (16.0, 19.0) 18.0 (16.0, 19.0) 0.328
Age at diagnosis, years 16.0 (14.0, 17.0) 15.0 (14.0, 16.0) 16.0 (14.0, 17.0) 0.461
Years since diagnosis 2.3 (1.7, 3.5) 2.4 (1.4, 3.6) 2.3 (1.7, 3.6) 0.738
When answering the questions above, 8.0 (5.0, 15.0) 8.0 (5.0, 10.0) 8.0 (5.0, 12.0) 0.674

how many doctors/nurses were you
thinking about?

ALL, acute lymphoblastic leukemia; AML, acute myeliod leukemia; APML, acute promyeloid leukemia; CML, chronic myeloid

leukemia; IQR, interquartile range.

the decision to systemically reduce the C-HCPS items and
separate the disconnectedness items into their own scale—the
Disconnectedness with HCPs Scale (D-HCPS).

We reduced the number of items of the C-HCPS and
D-HCPS by completing two steps. First, we used the CVI
scores from both AY As and clinicians, described in phase I,
to calculate a content validity ratio (CVR).?® The range for
the CVR is —1 (none of the responders considered the item
as essential) to 1 (all responders considered the item as
essential). A value of CVR=0 indicates that 50% of the
responders rated the item as essential. Retained items had a
CVR value of at least 0.672 for clinicians and 0.736 for
AYAs.

Our second step involved comparing the CVR scores and
evaluating items for redundancy. If two items had an ade-
quate CVR, but one item better represented the experience
over the other, it was deleted. For example, we eliminated
“my doctors/nurses are good about telling me what I should

13

know about my diagnosis and treatment’” and kept ‘‘my

doctors/nurses are honest with me.”” Based on these two
steps, 46 items were deleted (35 connectedness items and 11
disconnectedness items were retained).

We then reran the exploratory factor analysis separately
for both the C-HCPS and D-HCPS. Results from the ex-
ploratory factor analysis are presented in Tables 3 and 4.

Five factors were identified for the C-HCPS, defined as
follows: (1) Empathic, inclusive communication—skilled
communication by HCPs that is understanding, thoughtful,
and encourages open two-way communication. (2) Trust and
gratitude for confident HCPs—a sense of trust and appreci-
ation for HCPs who are competent in their abilities. (3)
Reciprocity—a satisfying, mutual give and take relationship.
(4) Tailored communication—personalized and understand-
able information. (5) Trustful communication—honest com-
munication about the cancer and treatment.

Two factors were identified for the D-HCPS, defined as
follows: (1) Disrespectful of personhood—behaviors that
ignore and minimize the AYA as a valued person. (2)
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TABLE 3. EXPLORATORY FACTOR ANALYSIS OF THE CONNECTEDNESS WITH HEALTH CARE PROVIDERS SCALE

Item Factor 1 Factor 2 Factor 3 Factor 4 Factor 5 Label
Make me feel comfortable to ask 0.751 Empathic inclusive
questions. communication
Include me in conversations. 0.714 -0.313 0.358
Remember things I have told them about = 0.698
my condition.
Can ask my doctors/nurses for things 0.648
I need.
Can talk to my doctors/nurses if 0.61
something is bothering me.
Know more about me than just my 0.636
diagnosis.
Take the time to answer my questions. 0.613 0.439
Include me in the decisions regarding 0.597
my care.
Understand what is important to me. 0.572
Are thoughtful of my feelings and 0.507
concerns.
Know what they are doing. 0.86 Trust and gratitude
Trust my doctors/nurses. 0.774 for confident HCPs
Confident that my doctors/nurses will take 0.744
good care of me.
Thankful for my doctors/nurses. 0.368 0.655
Appreciate what my doctors/nurses are 0.324 0.633 -0.313
doing for me.
Have respect for one another. 0.564 0.362
Feel safe with my doctors/nurses. 0.521 0.529
Respect my privacy. 0.962 Reciprocity
Enjoy talking to my doctors/nurses. 0.338 0.627
Feel comfortable being with my 0.328 0.558
doctors/nurses.
Take time to understand how I feel. 0.489 0.534
Give me the information I need. 0.867 Tailored
Are good about explaining things on a 0.811 communication
level I can easily understand.
Are honest with me. 0.846  Trustful
Tell me the truth about things. 0.82 communication
Keep me informed about my 0.773
progress/next steps.
Are good about answering my questions. 0.452 0.531
Pay attention to my physical and 0.496 0.377 Did not load
personal needs.
Do things that show me that they care. 0.351 0.344
Accept me for who I am. 0.495 0.396
Make me feel that my opinions matter. 0.491 0.408
Are interested in my point of view. 0.465 0.43
Respect me. 0.366 0.438
Provide the best possible care. 0.48
Are quick to help me. 0.487 0.32

Gray shading indicates values that loaded significantly on each factor (above 0.5).

TABLE 4. EXPLORATORY FACTOR ANALYSIS OF THE DISCONNECTEDNESS WITH HEALTH CARE PROVIDERS SCALE

Item Factor 1 Factor 2 Label

Talk directly to my parents like 0.802 Disrespectful of personhood
I am not even in the room.

Don’t listen to me. 0.78

Talk to me like a little kid. 0.809

Ignore my concerns. 0.745

Rush through things with me. 0.709

Are judgmental. 0.619

Don’t tell the truth. 0.88

Have a better than everybody attitude. 0.813 Characteristics of HCPs

Say things that are disrespectful. 0.868 who foster disconnectedness

Are rude. 0.934

Talk down to me. 0.45

Gray shading indicates values that loaded significantly on each factor (above 0.5).
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Characteristics of HCPs who foster disconnectedness—
attitudes that create a sense of disconnectedness.

Aim 4: Evaluate the internal consistency reliability
of the instrument

Reliability of the C-HCPS was very high, with Cronbach’s
alpha coefficient being 0.964 and average interitem covari-
ance 0.174. Similarly, Cronbach’s alpha coefficient for the
D-HCPS was 0.881, with the average interitem covariance
being 0.314.

Aim 5: Evaluate the convergent and discriminant
validity of the instrument through hypothesis testing

Good evidence of convergent and discriminant validity
was found for the C-HCPS. Convergent validity was ex-
hibited by significant positive associations (p < 0.05)) with
seven of the eight hypothesized scales: (1) PSQ (Spearman’s
rank correlation coefficient: 0.493), (2) Perceived Social
Support from Health Care Professionals (Spearman’s rank
correlation coefficient: 0.681), (3) Confrontive/Optimistic/
Supportant score (Jalowiec Coping scale—Positive Coping)
(Spearman’s rank correlation coefficient: 0.270), (4) Herth
Hope Index (Spearman’s rank correlation coefficient: 0.327),
(5) Reed Self-Transcendence Scale (Spearman’s rank cor-
relation coefficient: 0.214), (6) Haase Adolescent Resilience
in Illness Scale (Spearman’s rank correlation coefficient:
0.270), and (7) Mishel Uncertainty in Illness Scale (Spear-
man’s rank correlation coefficient: 0.324). Discriminant va-
lidity was exhibited by nonsignificant relationships with all
five hypothesized scales.

The D-HCPS also had good evidence of convergent validity.
Convergent validity was exhibited by significant negative as-
sociations (p < 0.05) with four of the eight scales: (1) PSQ-18
(Spearman’s rank correlation coefficient: —0.61); (2) Perceived
Social Support with HCPs (Spearman’s rank correlation co-
efficient: —0.486); (3) Haase Adolescent Resilience in Illness
Scale (Spearman’s rank correlation coefficient: —0.222); and
(4) Mishel Uncertainty in Illness Scale (Spearman’s rank cor-
relation coefficient: —0.225). Discriminant validity was dem-
onstrated by the hypothesized nonsignificant relationships with
all five scales.

The C-HCPS and D-HCPS were moderately correlated
with each other (p <0.001; Spearman’s rank correlation co-
efficient: —0.582). Higher sense of connectedness is associ-
ated with a lower sense of disconnectedness.

Last, there was no evidence for a difference between males
and females with respect to connectedness ( p-value =0.519)
and disconnectedness (p-value=0.520). Moreover, there
was no evidence for an association between the connected-
ness scale scores and age (p-value=0.974). However, there
was a negative association between disconnectedness scale
scores and age (Spearman’s rho=-0.1874), which was only
marginally nonsignificant ( p-value=0.068).

Discussion

Results indicate that both the C-HCPS and D-HCPS are
reliable and show evidence of convergent/discriminant valid-
ity. The initial dimensionality of the C-HCPS was a surprising,
but important, finding. We did not expect the disconnected-
ness items to influence the factor structure. When we first
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developed the C-HCPS, we thought disconnectedness was the
polar opposite of connectedness. Thus, we expected the dis-
connectedness items to group together. However, upon closer
examination of the findings of our original phenomenological
study, we realized that disconnectedness is its own separate
concept rather than the polar opposite of connectedness.
Connectedness implies a continuum, ranging from well con-
nected to unconnected (no connection at all). In contrast, dis-
connectedness is an immediate reaction when HCPs exhibit
characteristics or behaviors that destroy the opportunity to
connect. Thus, unconnectedness would be the polar opposite
rather than disconnectedness.

Recommendations for future research

Further research is required to evaluate the reliability and
factor structure of the C-HCPS and D-HCPS. We suggest
reevaluating the scales in a larger sample, using confir-
matory factor analysis. It is also worthy to note that reli-
ability of the C-HCPS is very high. Future research is
needed to help reduce the C-HCPS. In addition, confirma-
tory factor analysis in a different population will provide
explicit evidence for the goodness of fit of the proposed
factor structure.

Another recommendation for research is to examine the
magnitude of connectedness and disconnectedness experi-
ences. In our phenomenological study, we found that AYAs
felt connected to their HCPs (despite having a few discon-
nectedness experiences). Their overall sense of connected-
ness influenced their willingness to engage in their care and
return for long-term follow-up. However, this may not be the
same for all AYAs. AYAs who have more disconnectedness
experiences than connectedness experiences are likely to
generally feel disconnected from their HCPs. This associa-
tion could not be evaluated in this study for two reasons: (1)
the initial questionnaire had both disconnectedness and
connectedness items mixed in together and (2) the initial
questionnaire asked AYAs to report on average how many
HCPs they were thinking of when filling out the questions at
the end of the questionnaire. Since the majority of the items
were positive, they may have only been thinking of the HCPs
they were most connected too. Thus, they answered the dis-
connectedness items differently than if they were answered
separately.

To capture the magnitude of connectedness and discon-
nectedness experiences, we recommend adding a statement
in the instructions asking AYAs to report how many HCPs
come to mind before completing the C-HCPS and D-HCPS.
For example, for the C-HCPS, provide the definition of
connectedness and then ask ‘““How many HCPs do you feel
connected to?”’ The same statement would also be added to
the D-HCPS.

Last, further research is needed to determine cutoff scores
of connectedness and disconnectedness and to examine
whether or not connectedness with HCPs can predict positive
health outcomes of AYAs. For example, the ability to assess
the meaningfulness of connectedness could improve the
quality of life of AYAs during treatment.

Clinical implications

The C-HCPS can be used in clinical practice to identify
AYAs who are well connected with their HCPs so that



Downloaded by 65.21.193.86 from www.liebertpub.com at 03/07/22. For personal use only.

CONNECTEDNESS WITH HEALTH CARE PROVIDERS

continuity can be established with whom AYAs feel con-
nected too. Moreover, we can use the D-HCPS to identify
AYAs (and aim to prevent AYAs from) feeling discon-
nected with their HCPs. The D-HCPS can also be used to
help identify HCPs who struggle to connect with AY As and
teach them strategies that AYAs perceive as essential to
fostering connectedness. These strategies are published
elsewhere.'

Strengths

This study has two strengths. First, this is the first study to
develop and evaluate an instrument of connectedness and
disconnectedness with HCPs for AY As. Second, the sample
size was adequate for initial testing of the instruments and
there was a good representation of gender and the most
common cancer types seen in the AYA population.

Limitations

A limitation was that there was a limited representation of
race, implying that the findings may not be generalized to all
AYAs.

Conclusions

The C-HCPS and D-HCPS can be used in clinical prac-
tice to identify the degree to which AYAs are either con-
nected or disconnected with their HCPs, which may have
important clinical implications such as AYA participation
in decision-making and long-term follow-up. However,
further research is needed to evaluate the factor validity of
the instruments.

Author Disclosure Statement

No competing financial interests exist.

Funding Information

This article was supported by Alex’s Lemonade Stand
Foundation (Intermediate Nurse Research Award).

References

1. Phillips CR, Haase JE. A connectedness primer for
healthcare providers: adolescents/young adult cancer
survivors’ perspectives on behaviors that foster connect-
edness during cancer treatment and the resulting positive
outcomes. J Adolesc Young Adult Oncol. 2018;7(2):
174-80.

2. Phillips CR, Haase JE, Broome ME, et al. Connecting with
healthcare providers at diagnosis: adolescent/young adult
cancer survivors’ perspectives. Int J Qual Stud Health
Well-being. 2017;12(1):1325699.

3. Phillips-Salimi CR, Haase JE, Kooken WC. Connectedness
in the context of patient-provider relationships: a concept
analysis. J Adv Nurs. 2012;68(1):230-45.

10.

12.

13.

14.

15.

16.

17.

18.

19.

20.

277

. Phillips CR, Haase JE. Like prisoners in a war camp: ad-

olescents and young adult cancer survivors’ perspectives of
disconnectedness from healthcare providers during cancer
treatment. Cancer Nurs. 2018 [Epub ahead of print]; DOI:
10.1097/NCC.0000000000000653.

. Lynn MR. Determination and quantification of content

validity. Nurs Res. 1986;35(6):382-85.

. Marshall G, Hays R. The patient satisfaction questionnaire

short-form (PSQ-18). Santa Monica, CA: RAND; 1994.

. Procidano ME, Heller K. Measures of perceived social

support from friends and from family: three validation
studies. Am J Community Psychol. 1983;11(1):1-24.

. Jalowiec A, Murphy SP, Powers MJ. Psychometric as-

sessment of the Jalowiec Coping Scale. Nurs Res. 1984;
33(3):157-61.

. Herth K. Abbreviated instrument to measure hope: devel-

opment and psychometric evaluation. J Adv Nurs. 1992;
17(10):1251-9.

Reed PG. Self-transcendence and mental health in oldest-
old adults. Nurs Res. 1991;40(1):5-11.

. Haase JE, Kintner EK, Monahan PO, Robb SL. The resi-

lience in illness model, part 1: exploratory evaluation in
adolescents and young adults with cancer. Cancer Nurs.
2014;37(3):E1-12.

Campell A, Converse P, Rogers W. The quality of Amer-
ican life. New York: Russell Sage; 1976.

Mishel MH. The measurement of uncertainty in illness.
Nurs Res. 1981;30(5):258-63.

Mishel MH. Reconceptualization of the uncertainty in ill-
ness theory. Image J Nurs Sch. 1990;22(4):256-62.
Brennan K, Clark C, Shaver P. Self-report measures of
adult romantic attachment. In: Simpson J, Rholes W (Eds).
Attachment theory and close relationships. New York:
Guilford Press; 1998; pp. 46-76.

Cella D, Yount S, Rothrock N, et al. The Patient-Reported
Outcomes Measurement Information System (PROMIS):
progress of an NIH Roadmap cooperative group during its
first two years. Med Care. 2007;45(5 Suppl 1):S3-11.
Irwin DE, Stucky B, Langer MM, et al. An item response
analysis of the pediatric PROMIS anxiety and depressive
symptoms scales. Qual Life Res. 2010;19(4):595-607.
McCorkle R. The measurement of symptom distress. Semin
Oncol Nurs. 1987;3(4):248-56.

Haase JE, Kintner EK, Robb SL, et al. The resilience in
illness Model part 2: confirmatory evaluation in adolescents
and young adults with cancer. Cancer Nurs. 2017;40(6):
454-63.

Wilson FR, Pan W, Schumsky DA. Recalculation of the
critical values for Lawshe’s content validity ratio. Meas
Eval Couns Dev. 2012;45(3):197-210.

Address correspondence to:

Celeste R. Phillips, PhD, RN
Indiana University School of Nursing
600 Barnhill Drive, NU E425
Indianapolis, IN 46202

Email: cephilli@iu.edu



