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Abstract
Objective: To explore whether the 2007 IOM recommendations had an impact on the reasons for
calls to a cancer telephone helpline and determine the major reasons for calls at two different
time periods after the 2007 recommendations. Methods: Caller data with identifiers removed
were extracted from a cancer helpline database. Baseline data included calls made to the helpline
between April 2, 2008 and September 2, 2009 (Period 1). Then, a second data set was built from
data collected between September 3, 2009 and May 2, 2011 (Period 2). Results: The major reasons
for calls to the cancer telephone helpline during the two different time periods were the same: financial assistance, helpline services information, coping assistance, support groups, and questions related to treatment. Four of the top five reasons were non-treatment related (i.e., financial
issues, helpline services information, coping, and support). Conclusions: The nature of calls to the
helpline suggests that the financial and psychosocial needs of people with cancer are not being
addressed by healthcare providers. Practice implications: The new “normal” for cancer care includes decisions about complex care coupled with new regulatory and financial constraints. This
underscores the importance of focused planning of cancer care across multiple care settings in
order to ensure continuity of care for the whole person.
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1. Introduction
Cancer survivors in the United States (US) number over 13 million in 2014, with more than 71% of these individuals over the age of 60 years [1] [2]. Cancer risk increases with age, so the number of survivors is expected to
increase significantly over the next decade as the US population ages. People with cancer and their family caregivers want information about their disease, but these needs vary depending of the type of cancer, extent of disease, personal situation, and age [3] [4]. Although education about cancer diagnosis and treatment is usually
provided to people with cancer and family caregivers by their healthcare providers, a discussion about social,
lifestyle, and financial concerns is often lacking or inadequate [5]-[7]. Regardless of age or lifestyle all people
with cancer and their family caregivers want accurate and timely information related to their disease to help inform their healthcare decision-making. Those who receive and understand information about their cancer are
more involved in making decisions about their treatment and report greater satisfaction with their treatment
choices [4] [8].
In 2007, the Institute of Medicine (IOM) put forth recommendations to care for the whole person with cancer
[9]. This meant not only addressing treatment-related issues, but also providing interventions to meet psychosocial needs [9]. More recently, the National Comprehensive Cancer Network (NCCN) (an alliance of leading
cancer centers) published clinical practice guidelines, which included specific recommendations for providing
psychosocial care for people with cancer in clinical practice [10]. In addition, the Commission on Cancer (CoC)
(a consortium of professional organizations dedicated to improving survival and quality of life for people with
cancer) issued cancer program standards in 2012. These standards focused on patient-centered care, meeting
psychosocial needs, and screening for psychosocial distress [11].
In spite of the recommendations from the IOM and practice guidelines provided by the NCCN and CoC, the
provision of psychosocial needs is not typically integrated into clinical practice. According to the IOM, “attention to patients’ psychosocial health needs is the exception rather than the rule in cancer care” [9] (para 3).
Therefore, people with cancer may live longer due to better treatment, but without the benefit of having their
psychosocial health needs adequately addressed.

1.1. Cancer Patients’ Informational Needs
Health-related information may be provided to people with cancer in a variety of ways including face-to-face
discussions with a health care provider, health promotion literature, and informational brochures. However,
people with cancer frequently seek information from sources other than their healthcare providers [4] [12].
Many access the internet for cancer related information to learn about their disease or to help them make treatment related decisions [6] [8] [13]-[15]. Certain subgroups of people with cancer, primarily those who are older,
have lower levels of education, or are unemployed may prefer other sources to obtain the information they need
(e.g., support groups, cancer information services) [4] [16]-[20]. Older adults with cancer can have different information and support needs than those who are younger and are more likely to have difficulty processing and
recalling information. In addition, they may be more hesitant to ask questions or seek additional information
from their healthcare provider. One source indicated that older adults with cancer, as a group, had the poorest
health literacy and were subjected to the least effective communication by healthcare professionals [16]. Older
adults with cancer frequently experience co-morbid conditions (e.g., physical, cognitive, sensory impairments)
that can negatively influence whether and to what extent they receive the information they need.

1.2. Cancer Helplines
Telephone-based cancer helplines have provided critical cancer-related information to people with cancer and
their caregivers for more than three decades [18]-[27]. They are a reliable source of information for people with
cancer and their caregivers, especially those who do not have internet access or who prefer talking directly to a
cancer resource professional [18] [22] [24]. Similar to the internet, telephone helplines are not constrained by
geographic location or transportation issues and grant a certain degree of anonymity to the caller. Telephone
helplines may be an alternative for people with cancer and their caregivers when a face-to-face meeting with a
healthcare provider is not possible (e.g., distance, mobility problems, lack of transportation). Telephone helplines may not be appropriate for those who have hearing impairments and/or those who do not have access to a
telephone.
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1.3. Purpose

Given the emphasis on meeting psychosocial needs put forth by the IOM (and supported by the NCCN and
CoC), the evidence of these needs not being met, and the paucity of data about incorporation of recommendations in practice, we wondered whether the 2007 IOM recommendations had any impact over time on the reasons
for calling a cancer telephone helpline [5]-[7]. We examined the major reasons that individuals called a cancer
telephone helpline at two different time periods after the 2007 IOM recommendations were published [9].

2. Methods
Approval for this study was granted by the Human Subjects Committees at the University of Delaware and the
Christiana Care Health System. The research team was composed of investigators from the University of Delaware, School of Nursing (UDSON), a Steering Committee composed of community stakeholders, staff from the
Cancer Care Connection cancer helpline, and biostatisticians from the Christiana Care Center for Outcomes Research (CCOR).

2.1. Data Source/Instrument
This report is a secondary analysis of data from a larger study which focused on outreach to older adults with
cancer in Delaware. Data include all of the caller records in a non-profit telephone helpline database between
April 2, 2008 and May 2, 2011. The first timeframe for data collection took place between April 2, 2008 and
September 2, 2009. The second timeframe for data collection took place between September 3, 2009 and May 2,
2011. We assumed that it would take at least six months (i.e. April 2008) for the IOM report to circulate and begin to be implemented into practice.
The telephone helpline in this study is a non-profit service organization located in Delaware which assists
people to make informed decisions and take action on their own behalf through professional coaching, personalized information, and resource connections. Master’s prepared social workers, trained as Cancer Resource
Coaches  (CRCs), answer all in-coming telephone calls from people with cancer and/or their family caregivers.
The goals of each interaction include a full psychosocial assessment, direct intervention to resolve the presenting
problem, exploration of concurrent problems, and planning the next steps to address each issue. Once a call is
made to the helpline, the CRC enters the data into a secure electronic database to track demographic, disease related information such as diagnosis, type of cancer, treatment issues, and the presenting problem including social, lifestyle, and financial concerns as well as documentation of follow-up and questions about satisfaction
with helpline services.
The helpline support services are provided free of charge. Callers to the helpline are people with cancer (calling for information for themselves), caregivers, or other individuals seeking information for a person with cancer, including family members, friends, healthcare providers, co-workers and community agents.

2.2. Data Analysis
Caller data, with all identifiers removed were extracted from the helpline data base to describe the characteristics
of callers in the two time periods. Baseline data included calls made to the helpline between April 2, 2008 and
September 2, 2009 (Period 1). Then, a second data set was built from data collected between September 3, 2009
and May 2, 2011 (Period 2). Characteristics of people with cancer including relationship of caller to the person
with cancer, gender, age, type of cancer and the reasons for the calls were tabulated for both Period 1 and Period
2.

3. Results
During Period 1, 650 callers telephoned the helpline for cancer related information. Callers included people with
cancer calling for information for themselves, family members calling for the people with cancer, and others
(e.g., neighbor; co-worker). Fifty-eight percent of callers indicated that they lived in Delaware and the rest were
from 27 other states and one Canadian province. During Period 2, 725 callers from Delaware and from 36 states
across the US contacted the helpline. Forty-five percent indicated that they lived in Delaware (n = 325).
For people with cancer during Period 1, data indicated that 45.2% were less than 65 years of age; 15.7% over
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the age of 65, and 39.2% had unknown age (Table 1). By comparison, during Period 2, 52.0% of the people
with cancer were younger than 65 years, 21.8% were 65 or older, and 26.2% had missing age information. The
majority of people with cancer were men in both Period 1 and Period 2 (52.5% and 56.6%) (Table 1). However,
the gender of those who called was primarily female in both Periods (79.2% vs.74.3%) (Table 2).
Most of the people with cancer were Caucasian, but race information was missing in 35.4% of patients in Period 1 and 29.8% in Period 2 (Table 1). The four most common cancers about which callers requested information during Period 1 were breast, lung, colorectal, and prostate cancer. Prostate fell to 5th (behind lymphoma) in
Period 2, a decrease of 48%. Other malignancies about which callers requested information included leukemia
and cancer of the ovary, pancreas, stomach, liver, thyroid and others.
A total of 41.7% of people with cancer had insurance in Period 1 and 49.0% had insurance in Period 2, while
8.6% did not have insurance in either Period. Information on insurance status was unknown in 49.7% during Period 1 and 42.5% in Period 2 (Table 1); When insurance status was stratified by age, the data indicated that
more people ≥65 reported having insurance in both Period 1 (69.6% versus 55.3%) and Period 2 (72.8% versus
58.1%).
The five most frequent reasons that callers telephoned the helpline for information in both Period1 and Period
2 were: financial assistance, helpline services information, coping assistance, support groups, and questions
Table 1. Characteristics of people with cancer: Period 1 and Period 2.
First data period n = 650

Second data period n = 725

Youth: 17 and under; n (%)

4 (0.6)

6 (0.8)

Young Adult: 18 - 30; n (%)

17 (2.6)

23 (3.2)

Adult: 31 - 45; n (%)

65 (10.0)

77 (10.6)

Mature Adult: 46 - 64; n (%)

207 (31.9)

271 (37.4)

Senior: 65 and over; n (%)

102 (15.7)

158 (21.8)

Unknown; n (%)

255 (39.2)

190 (26.2)

Female, n (%)

167 (25.7)

202 (27.9)

Male, n (%)

341 (52.5)

410 (56.6)

Unknown, n (%)

142 (21.9)

113 (15.6)

White, n (%)

301 (46.3)

372 (51.3)

African American, n (%)

92 (14.2)

107 (14.8)

Hispanic, n (%)

12 (1.9)

7 (1.0)

Asian, n (%)

11 (1.7)

7 (1.0)

Native American, n (%)

0

1 (0.1)

Other, n (%)

4 (0.6)

15 (2.1)

Unknown, n (%)

230 (35.4)

216 (29.8)

Yes, n (%)

271 (41.7)

355 (49.0)

No, n (%)

56 (8.6)

62 (8.6)

Unknown, n (%)

323 (49.7)

308 (42.5)

Age

Gender

Race

Insurance
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Table 2. Characteristics of all callers (people with cancer and caregivers) to the helpline: Period 1 and Period 2.
Period 1, n = 650

Period 2, n = 725

Youth: 17 and under; n (%)

1 (0.2)

0 (0.0)

Young Adult: 18 - 30; n (%)

44 (6.8)

30 (4.1)

Adult: 31 - 45; n (%)

118 (18.2)

129 (17.8)

Mature Adult: 46 - 64; n (%)

248 (38.2)

322 (44.4)

Senior: 65 and over; n (%)

86 (13.2)

122 (16.8)

Unknown; n (%)

153 (23.5)

122 (16.8)

Female, n (%)

515 (79.2)

539 (74.3)

Male, n (%)

121 (18.6)

144 (19.9)

Unknown, n (%)

14 (2.2)

42 (5.8)

White, n (%)

140 (21.5)

359 (49.5)

African American, n (%)

49 (7.5)

105 (14.5)

Hispanic, n (%)

3 (0.5)

4 (0.6)

Asian, n (%)

4 (0.6)

6 (0.8)

Native American, n (%)

0

1 (0.1)

Other, n (%)

0

12 (1.7)

Unknown, n (%)

454 (69.9)

238 (32.8)

Age

Gender

Race

related to treatment (Figure 1). These categories were further evaluated by age of person with cancer (<65 vs.
≥65). The most frequent call category in both Periods for those under age 65 was “financial assistance” (24.6%
Period 1; 27.6% Period 2). In the ≥65 age group, the most frequent call category in Period 1 was “financial assistance” (18.6%), but in Period 2 it was “helpline services information” (22.8%), followed by “financial assistance” (19.6%) (Table 3).

4. Discussion
Four of the top five reasons that people called the helpline were non-treatment related (financial issues, helpline
services information, coping assistance, and support groups) and these did not change between Period 1 and Period 2. The top three categories (financial assistance, helpline services information, and coping assistance) accounted for 54.6% of calls in people with cancer younger than 65 in Period 2 versus 44.0% in Period 1 and 55.7%
of calls in those ≥65 in Period 2 versus 37.2% in Period 1. The reason for the increase in calls during Period 2
for “helpline services information” in those ≥65 may be related to the focus on outreach to older adults with
cancer as part of the larger study. The findings about the ongoing need for financial assistance, help with coping
issues, and a need for additional information reflect those in other research reports published after the IOM report in 2007 and suggest that the IOM recommendations have not been fully implemented into cancer care [28][35].
When call categories were separated by the age of the person with cancer (i.e., patient) (<65 vs. ≥65) the percent of those seeking information about financial assistance was lower in the ≥65 group (Table 3). This difference might be due in part to Medicare coverage that helps offset costs for those 65 years and older. One group of
researchers utilized cancer registry data and Medicare claims to estimate the net cost of care for over 11 million
older adults (>65 years) with cancer as compared to controls who did not have cancer [36]. The highest costs
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Figure 1. Five most frequent call categories: Period 1 and Period 2.
Table 3. Call description by the age of the patient: <65 and ≥65 (most frequent call categories): Period 1 and Period 2.
All

Patient age < 65

Patient age ≥ 65

Unknown

Period 1

n = 650

n = 293 (45.1)

n = 102 (15.7)

n = 255 (39.2)

Financial Assistance; n (%)

127 (19.5)

72 (24.6)

19 (18.6)

36 (14.1)

Helpline information; n (%)

76 (11.7)

22 (7.5)

3 (2.9)

51 (20.0)

Coping assistance; n (%)

68 (10.5)

35 (11.9)

16 (15.7)

17 (6.7)

Support groups; n (%)

44 (6.8)

22 (7.5)

4 (3.9)

18 (7.1)

Treatment; n (%)

20 (3.1)

7 (2.4)

6 (5.9)

7 (2.8)

Other, n (%)

274 (42.2)

128 (43.7)

50 (49.0)

96 (37.7)

Unknown, n (%)

41 (6.3)

7 ( 2.4)

4 ( 3.9)

30 (11.8)

Period 2

N = 725

N = 377 (52.0)

N = 158 (21.8)

N = 190 (38.4)

Financial Assistance; n (%)

151 (20.8)

104 (27.6)

31 (19.6)

16 ( 8.4)

Helpline information; n (%)

157 (21.7)

65 (17.2)

36 (22.8)

56 (29.5)

Coping assistance; n (%)

67 (9.2)

37 (9.8)

21 (13.3)

9 (4.7)

Support groups; n (%)

29 (4.0)

16 (4.2)

10 (6.3)

3 (1.6)

Treatment; n (%)

12 (1.7)

8 (2.1)

3 (1.9)

1 (0.5)

Other, n (%)

253 (34.9)

143 (37.9)

52 (32.9)

58 (30.5)

Unknown, n (%)

56 (7.7)

4 ( 1.1)

5 ( 3.2)

47 (24.7)

were associated with the first year of treatment and the year before death. The authors noted that the costs associated with cancer care for younger people with cancer would most likely be greater because younger people are
more likely to choose more aggressive treatment options and adjuvant care. The helpline database used for data
collection in this study included questions about the type of cancer and treatment stage for which the callers
sought information. However, this information was difficult to obtain when the caller was not the person with
cancer, but rather a family member, friend, or co-worker. Therefore, it was often not possible to match callers
seeking financial assistance with stage of disease and age for this study.
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Mathews and Park suggested that people with cancer in financial need were not adequately screened by
healthcare providers [35]. They cited a lack of a standardized approach to assessing the financial needs of people
with cancer and reluctance of them to disclose financial concerns as barriers in indentifying patients with financial need. In some cases, the person’s spouse or other family members are responsible for managing finances, so
people with cancer may not be aware of any impeding financial issues. Regardless of age, the issue of financial
burden in people with cancer will remain a problem and is expected to increase as a result of improved survival
attributed to better screening, detection, and treatment [29] [34].
The IOM recommendations for providing financial advice/assistance to people with cancer included offering
financial planning or counseling to people with cancer and their family caregivers. This might include basic information about the management of day-to-day activities such as bill paying. Another recommendation was for
healthcare providers to ensure that people with cancer and caregivers receive insurance (e.g., health, disability)
counseling as needed. Some people with cancer, including veterans, are unaware of their eligibility for certain
benefits (e.g., Supplemental Security Income, Social Security Disability Income, veteran’s benefits) and need
advice on how to apply for them. Finally, the IOM recommended that supplemental financial grants could be
available to people with cancer and caregivers [9]. Other interventions from the IOM, which can help decrease
the financial impact of cancer on people and their caregivers are the provision of help with activities of daily
living and information about legal services that are available to them (i.e., Americans with Disabilities Act;
Family and Medical Leave Act) [9]. The ongoing calls to the helpline throughout Period 1 and Period 2 for financial help, suggests that healthcare providers, discharge planners, and insurers have work to do in this area.
In the current study 10.5% of callers in Period 1 and 9.2% of callers in Period 2 contacted the helpline to request information on coping strategies. In addition, 6.8% in Period 1 and 4% in Period 2 requested information
about support groups, and less than 4% in both Periods asked for information about treatment. One group of researchers, reporting on an oncology center hotline run by a university hospital, indicated that 27% of patients
and 32% of next-of-kin telephoned for information related to psychosocial issues [22]. The hotline was specifically designed to provide counseling on psychosocial issues and general information about cancer, which may
account for the higher percent of calls related to psychosocial issues. An early report, published in 1983, noted
that people with cancer and others who called a telephone helpline called most often for a referral to a support
group, while requests for help to cope with treatment and its’ side effects ranked 9th [24]. Marcus and colleagues
reported on a telephone counseling service at a medical center in the western US [23]. The Cancer Information
and Counseling Line (CICL), staffed by Master’s level trained counselors, was designed to offer information
and brief counseling to people with cancer and significant others. The researchers indicated that callers most often contacted the CICL for information related to their disease and treatment. Requests for psychosocial support
that included support resources and emotional response accounted for only 10.4% of calls. It appears from the
literature that telephone helplines that focused on psychosocial issues received more calls related to these concerns and those that are aligned with oncology treatment centers received more calls about treatment.
The reasons for the higher percentage of callers who requested financial help and the relatively low percentage who asked for information on coping or support in the current study are unclear. In 2005, the IOM recommended the use of survivorship care plans (SCPs) for cancer survivors [37] [38]. One of the IOM recommendations was that healthcare professionals provide cancer survivors with information on the potential financial consequences of cancer and refer them to the appropriate resources. Perhaps people with cancer are being referred
to the helpline by their healthcare providers as part of the IOM recommendation, although this is conjecture.
According to one source, SCPs are not frequently utilized in National Cancer Institute (NCI)-designated cancer
centers and there is only one such center in Delaware [37].
The primary goal of the helpline in this study was to connect callers with the resources they needed with regard to cancer care. One reason that callers may be less inclined to call the helpline for information on cancer
treatment is that the helpline is not associated with a medical facility and the CRC’s are social workers and not
nurses or physicians. That being the case, people with cancer and their caregivers may contact the hospital, oncology center, or the physician’s office for information on treatment, before turning to the helpline for that information. Given the current rate of unemployment, increased costs of care, and the number of uninsured or underinsured people in the US, it should not be surprising that financial concerns are a major reason that calls are
made to the helpline.
Data from Period 1 and Period 2 indicated that women were more likely to be the callers, while men were
more likely to be the persons with cancer for whom the call was made. These findings are consistent with those
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of others. Calls made to a telephone hotline in Northern Ireland for people who were receiving chemotherapy
were the focus of a 2011 report [21]. Over 7400 calls were made to the chemotherapy telephone helpline (CTH)
at a regional cancer and almost 69% were initiated by women. Of the people with cancer who called the CTH
helpline, 44.2% were men and 54.3% were women. An early report by Carlsson and colleagues reviewed the use
of a telephone helpline designed to offer information about cancer to people with cancer, family, and the public
at a large medical center [22]. During one three-year period, 735 calls were made to the helpline. Seventy-seven
percent of the callers were women. Other reports also indicated that women made up the majority of callers to a
cancer helpline [18] [23].
The number of Latinos who called the helpline for cancer related information during both Period 1 and Period
2 was small. There are several factors that may account for this. Although the numbers of Latinos/Hispanics in
Delaware has more than doubled since 2000, they only account for 8.4% of the state’s population. This is less
than half the percentage of the rest of the US (18.7%) [39] [40]. The cancer incidence and mortality rates for
Hispanics are lower than those of Non-Hispanic whites, which may help account for the fewer calls from this
group [41]. Language may have been a barrier as well. None of the CRC’s at the helpline was bilingual. Therefore, the CRC’s could only offer help to those Latino/Hispanic callers who could speak and understand English.
A 2009 report described trends in telephone and live-help use among Hispanic and Non-Hispanic users of the
National Cancer Institute’s cancer information service [42]. Forty-four percent of Hispanics who sought information on cancer prevention wanted it in Spanish. In addition, 37% of Hispanics were exclusively Spanishspeaking. In order to provide the most effective cancer-related information to Latino/Hispanic callers via telephone helplines, it is imperative to have Spanish-speaking operators who are sensitive to the cultural and social
environments of these callers. Data analysis indicated that the percent of African American (AA) callers increased from Period 1 to Period 2. Even though the percent of AA callers nearly doubled in Period 2, it did not
reflect the overall percent of AA’s in the state, which is 29.1%. Outreach, designed to increase awareness of the
cancer helpline to AA’s may help increase the use of the cancer helpline in this group.
The research team noted a high percentage of missing data (i.e., unknown) both Period 1 and Period 2. This
was due, in part, to the nature of the calls made to the helpline. Some callers left voice mail messages if the CRC
lines were busy. CRC’s returned each call, but could not reconnect with all callers. Other callers asked the CRC
for specific information (e.g., a phone number or a webpage) and did not want to provide demographic or insurance information, while others preferred to remain anonymous.
Jefford and Colleagues described a cancer helpline offered by a large medical center in Australia [18]. A major limitation of the data analysis noted by the researchers was the nature of the dataset which they used. It was
designed to guide the telephone interviews from the callers and some data were not available due to the confidential and anonymous nature of the calls. This problem also plagued the CRC’s at the helpline who provided
information to callers. Due to the nature of the communication (telephone) and the variety of reasons for which
callers contacted the helpline, it was not possible to obtain complete information on every caller.

5. Conclusion
The IOM has recommended care for the whole person with cancer [9]. In addition, the NCCN and CoC emphasized the need for psychosocial care for persons with cancer [10] [11]. Cancer helplines are utilized by people
with cancer and their caregivers as a reliable source of information. The major reasons that individuals called a
cancer telephone helpline during two different time periods (April 2, 2008-September 2, 2009 and September 3,
2009-May 2, 2011) after the 2007 IOM recommendation remained constant [9]. The consistency of calls to the
helpline throughout Period 1 and Period 2 for financial help, suggests that the financial needs of people with
cancer are not being addressed by healthcare providers. Other major reasons for calls to the helpline were related
to coping issues and to learn more about what the helpline had to offer. In addition, minority populations were
underrepresented to calls to the helpline.

6. Implications for Practice
A diagnosis of cancer places increased responsibility on people with cancer and family caregivers and emphasizes the importance of providing a coordinated approach to cancer care by healthcare providers. The new
“normal” for cancer care includes decisions about complex care coupled with new regulatory and financial constraints. This underscores the importance of focused planning of cancer care across multiple care settings to ensure
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continuity of care. In addition to treatment-related information, a discussion of the financial implications of
cancer care, potential for significant out-of-pocket costs, and potential work time lost should take place between
the healthcare providers and the patient at diagnosis and periodically during treatment. An assessment of coping
skills and support needs during treatment should be undertaken as part of routine care and follow-up for people
with cancer. Clinical practice guidelines are available to guide a comprehensive approach to cancer care. However, healthcare providers must demonstrate a commitment to implementing these guidelines to ensure care for
the whole person with cancer across care settings. The Agency for Healthcare Research and Quality (AHRQ)
recommended several ways to disseminate evidence to inform healthcare. These include communicating evidence in more than one venue and disseminating information in multiple formats [43]. Outreach to minority
populations and the use of bilingual staff could help increase communication between healthcare providers and
people with cancer.
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