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I. Executive Summary

Overview
According to the Connecticut Department of Public Health’s Behavioral Risk Report (2000), six out of ten new cancers in the United States and Connecticut are diagnosed in individuals who are 65 years of age and older. Although cancer is the second leading cause of death, there are burgeoning numbers of cancer survivors due to improved methods of detection and treatment as well as an overall aging population.

Cancer is not an equal-opportunity disease, as there are disproportionately high incidences of certain types of cancers in the northeastern states, including Connecticut, as compared to the rest of the United States.  Moreover, drastic disparity also exists in rates of screening, diagnosis and survival and impacts specific subsets of the population in relation to age, race, ethnicity and socioeconomic status, among other factors.  Furthermore, cancer survivors encounter barriers to access along the cancer control continuum (prevention, early detection, treatment, survivorship and hospice/palliative care) leading to problems such as late stage diagnosis, insufficient medication for side effect management, prolonged periods of healing, increased cancer recurrence, poorer survival rates, and a general lower quality of life, to name a few.

In an effort to promote access to resources and services and minimize the gaps in disparities, it becomes pertinent to understand the needs of cancer survivors.  However, until recently, needs among cancer survivors had been difficult to identify due to many factors, including the unavailability of assessment instruments with sound psychometric properties.  Furthermore, the challenge of assessing needs is due at least partly to the fact that cancer survivors' needs range from specific issues of detection and treatment to economic and social issues.  Moreover, needs must be assessed at various points along the cancer continuum and must take into consideration many external factors, including socioeconomic and geographical ones.  Currently, there is limited information available on the needs of cancer survivors, especially during survivorship, a point in the continuum which follows treatment. 

The information presented in this report represents the results of a comprehensive needs assessment of cancer survivors across the state of Connecticut.  The components of the needs assessment commissioned by the Department of Public Health (CT DPH) in partnership with the Connecticut Cancer Partnership include:

1) The results of a ‘Needs Assessment Survey’ completed by 1516 cancer survivors.

2) The results of a ‘Provider Survey’ completed by 216 professionals that provide cancer care.

3) The results of ‘community forums’ held across the state that addressed the needs of cancer survivors.

4) A ‘Resource Inventory’ developed for cancer survivors, that represents an up-to-date- inventory of services and organizations to assist cancer survivors.

Taken together, the information provided in this report (and its accompanying documents), reflects the most comprehensive analysis of the needs of cancer survivors in the state.  The perspectives of both providers and patients have been taken into consideration to generate a series of recommendations that will ultimately lead to improvements in services across the entire continuum of care.  The development of the first Resource Inventory for cancer survivors will be beneficial to the approximate 20,000 cancer survivors across the state.

Summary of Findings

A. Survivor Survey Summary

1. Sample Characteristics

1516 survivors completed the needs assessment reflecting a distribution of survivors across the state.  The majority of participants were female, with an average age of 61, with men tending to fall within the older age category (>=71 years of age).  In terms of race/ethnicity, the majority of the sample were White, with the larger minority groups of Blacks and Hispanics represented in proportions that are somewhat lower than that reported in the state overall, however this may be a reflection of the younger age of minorities and the fact that they may not have entered into the age of risk for cancer (i.e. cancer risk increases with increasing age).  The sample reflected a relatively well educated population (with some college/university), with the majority married or in a partnership.  Approximately 50% of the participants were not currently employed, and their household income was below the state’s median, although almost all had some type of health insurance coverage.  Many had health insurance coverage through their work (with or without additional coverage).

The most common forms of cancer were breast (47.6%), followed by prostate, colorectal, lung and melanoma (all less than 10%).  The mean length of time of cancer survivorship was 7 years.  Approximately 1/3 of participants experienced their most recent cancer in the past year and most reported that they were cancer free at the time of survey completion (even those who had a cancer treated in the past year).  The majority of the survivors have had one type of cancer only once (77%).

2. Needs of Cancer Survivors

· Cancer survivors reported needs across all major domains including psychological, physical and daily living, health information and health systems, patient care and support, sexuality and additional needs (spirituality/religion, nutrition and exercise).  The highest needs were reported for psychological and physical and daily living.  Psychological needs refer to anxiety, depression/sadness, and worrying.  Physical and daily living needs refer to pain, fatigue, and well-being, inability to work and do things.

· Women were statistically more likely than men to have needs across all domains except sexuality and the younger age group (<=50 years of age) had significantly higher needs compared to other age groups.

· There were race/ethnicity differences observed with respect to survivorship needs, with Hispanics/Latinos having significantly more needs across all domains, when compared to African American/Black and Whites.  African Americans/Blacks had elevated needs compared to Whites in all domains except sexuality and psychological (although all groups were high on this domain).

· Participants with a combination of public and private insurance or job related insurance reported less needs than those with public or private insurance only, but still reported high needs in the psychological domain.

· The needs of cancer survivors with metastasis are significantly higher than those with one type of cancer only once, one type of cancer with recurrence, or those with two or more types of cancer.  The needs of survivors with one type of cancer only once, were generally lower than all of the other groupings.

· Participants whose most recent cancer occurred within the past year have significantly more needs across all domains, than those whose most recent cancer was more than one year ago.  The needs of survivors decreased as years of survivorship increased.

· There were no major differences in need observed by site of the most recent cancer with the exception of lung cancer, who reported higher needs on the psychological and health system domains.  Psychological needs were high in all cancer sites but prostate.  Those with prostate cancer reported the lowest levels of need.

· Participants that reported that they were not cancer free had significantly higher levels of need across all domains.

3. Gaps and Barriers in Service Delivery

· Approximately 42% of the survey respondents reported that they have had no problems related to gaps and barriers in the past month.

· The top 5 gaps and barriers reported in order were: i) weight gain/loss (35.4%); ii) memory/recall problems (32.4%); iii) paying for care/treatment (15.3%); iv) communication (14.3%); and v) not being told about services (12.0%).  Interestingly, cultural factors such as language barriers (written and spoken) and service inequalities (e.g. lack of respect, inaccessible services) did not emerge, nor did problems with medical services such as follow-up care, medical paperwork, or treatment compliance.

· Women were more likely than men to experience gaps and barriers in child care/elder care, lack of respect or equal treatment, weight gain/loss, and memory/recall problems.  There was no difference between males and females in terms of communication, medical services, paying for treatment/care or transportation.

· An examination of gaps and barriers by age revealed that the youngest age group (<=50 years of age) reported significantly more problems with obtaining medications, child care/elder care, paying for care/treatment, weight gain/loss and memory/recall problems.

· There were significant race/ethnicity differences in terms of gaps and barriers with African American/Black and Hispanic/Latino’s having significantly higher gaps and barriers in all areas compared to White with the exception of locating medical records, follow-up care and meeting the needs of families/caregivers.  Hispanic/Latino’s were particularly higher reporting on gaps and barriers with respect to transportation, communication, language translation, written materials in native language, weight gain/loss, and memory/recall.  When adjusting for age, Hispanic/Latino participants reported the highest proportions of gaps and barriers with the exception of African American/Blacks who were higher on paying for care/treatment.  Hispanic/Latino’s reported particularly higher proportions of memory/recall problems and weight gain/loss.

B. Provider Survey Summary

A total of 216 providers from around the state completed the Provider Survey.  Approximately 25% were physicians (oncologists/primary care) and 47% nurses (oncology primarily).  There was provider representation across the state with the majority of providers from New Haven and Hartford, the two cities with the major cancer centers.  The major findings are presented below.

1. There is insufficient care coordination and follow-up plans in place for cancer survivors.  Not all practices have a person designated to provide care coordination (approximately 60% of providers reported that in their practice there existed a nurse, social worker, and/or trained personnel that served in a role as/or similar to a patient care coordinator).  This is linked to the finding that only 50% of providers have a comprehensive care summary and follow-up plan in place for their patients.  Follow-up care was most likely to be organized by oncologists (medical/radiology/surgical); however the extent of the follow-up care and plan was not determined in this survey.

2. Providers were very good about letting patients know about resources such as the American Cancer Society (85.4% recommended this) and support groups (75.8%).  However, when asked about how often they discussed available support systems with survivors (e.g. family, friends, etc), only 1/3 always discussed this with their patients.  This suggests the need to ask on a more routine basis, if the survivor is obtaining the support that they need.

3. Providers believe that although many services may be important for their patients, there are insufficient services available.  The services areas with the greatest need include: a) legal; b) financial; c) psychosocial; d) late/long term effects; and e) survivorship navigation.

4. Providers strongly indicate that they would like to be trained in numerous areas relevant to cancer survivorship.  This suggests the need to explore options regarding training and continuous education.

5. Providers indicated that the TOP 3 needs of cancer survivors from their perspective are: a) follow-up care; b) emotional and psychological services; and c) support services.  In terms of prioritizing service needs in the state, these coupled with what the survivors indicate in their surveys will be important for prioritizing existing and future funding efforts.

6. Providers reported that the TOP 3 barriers in the health care system that compromise the ability to provide optimal follow-up care to cancer survivors are: a) insurance; b) financial; and c) lack of coordinated programs.

7. Providers indicated that the TOP 3 most utilized resources available to survivors include: a) support groups; b) ACS; and c) medical support services (e.g. rehabilitation, screening, detection).  It is important to know that when providers discuss resources with survivors, that they raise support groups and medical services with them.

C. Triangulation of Data Findings

An expansive amount of data was collected for this project from the perspective of providers and survivors.  The community forums were an ideal venue for ideas and opinions to be shared, as well as to provide an opportunity to gather additional qualitative data.  There were some parallels between the questions asked in the survivor and provider surveys, as well as during the community forums.  The areas of overlap occur with respect to health system information and navigation, support systems, and barriers to services.  In drawing comparisons between the Survivorship Survey, Provider Survey and Community Forum results, the following synergies were noted.

1. Providers reported that the TOP 3 needs of cancer survivors were follow-up care, emotional and psychological services, and support services.  This is consistent with the results of the Survivor Survey, in that psychological needs and health information and health systems needs were reported to be high. 

2. There is substantial overlap between what community participants were sharing in the community forums and the survivorship survey results, with respect to memory/recall and weight loss/gain, as well as issues around paying for care/treatment (linked to insurance coverage and finances).

3.  Providers referred to the top resources available as support groups, ACS and medical support services and in the community forums as well as in the survivor survey, there was consistency in that survivors mentioned cancer organizations, the internet and medical personnel as important resources for information.
Recommendations

Providers

1. Develop training curricula on survivor specific evidence-based knowledge and practice. The DPH in partnership with the Connecticut Cancer Partnership could potentially facilitate these activities working in partnership with the Connecticut Medical Association (CMA), CT Nursing Association (CNA), Area Health Education Centers (AHEC), and cancer specific associations to develop the curriculum and train providers.  Develop protocols and practices for continuing education in the rapidly emerging areas related to cancer survivors and survivorship.

2. Develop or modify to meet the needs of Connecticut cancer survivors, standards of care and standards of practice for care coordination and follow up plans for medical and non-medical entities (e.g., oncologists, primary care providers, sub-specialty care providers, nurse practitioners, non-medical providers, physician assistants, social workers).  The Connecticut Cancer Partnership could play a role in providing guidance for the development of standards of care and practice along with other relevant organizations (including those mentioned above).

3. Provide trainings in care coordination and follow up plans across medical and non-medical professionals in order to facilitate the transition of survivors from cancer specific care to primary care to community-based support services, thereby addressing the continuum of care for cancer survivors.

4. Explore promising and/or effective practices to improve cancer care provider and patient interactions in the areas of patient education and understanding around cancer process, treatment options and follow up care including referrals.  This would enable survivors to understand their disease and promote self advocacy which will ultimately lead to improved outcomes.  Moreover, this would enable cancer care providers to systematically offer holistic care to include psychosocial and emotional needs, a major need identified by our sample of cancer survivors.  Two major problem areas identified by cancer survivors in Connecticut are difficulties with memory/recall and weight gain/loss.  These are issues that can be addressed through comprehensive communication about treatment side-effects and through the utilization of referrals to address these problem areas.

Survivors

The results of the needs assessment have shown that the needs of cancer survivors are many, diverse and dependent on a number of factors including, but not limited to, cancer type, severity, length of time since last diagnosis, and age.  For the purposes of providing recommendations for meeting the needs of Connecticut cancer survivors we have focused on the areas of greatest need and/or where the gaps and barriers were the highest.  This by no means minimizes the importance of the areas that are not covered below.

1. Address the psychological/emotional needs of cancer survivors by linking this back to improved provider awareness and training about the ever changing needs of survivors.  Providers should routinely screen for psychological/emotional needs and be able to make appropriate referrals to psychological services to meet these needs.

2. Raise awareness about the need to create/offer new support groups to meet the demand of specific subgroups of cancer survivors (e.g. rare cancer types, young cancer survivors, ethnic specific groups).  The Connecticut Cancer Partnership may potentially oversee the planning for and implementation of new support groups.

3. Ensure that cancer care coordinators/navigators are linking survivors to the external systems (e.g., community-based organizations and support groups) beyond the medical systems of care.  This may be accomplished through the use of the Connecticut Cancer Resource Inventory (produced under this project) if it is distributed to all major cancer specific organizations as well as to the statewide information hotline (211 INFOLINE).

4. Address communication barriers providing information in multiple languages and ensuring that the materials provided are culturally and linguistically appropriate and extend beyond the Spanish speaking population.  The Connecticut Cancer Partnership (and/or DPH) may play a role in facilitating this by advocating for resources to create these materials. 

5. Engage the underserved and harder-to-reach communities in Connecticut by identifying culturally acceptable and appropriate outreach strategies and their implementation, by the engagement of community leaders and other stakeholders (e.g. elders, spiritual leaders) to explore strategies on how to best meet the needs of cancer survivors in these communities.

II. Introduction

Cancer Survivors – Definition

The term “cancer survivor” signifies any person who has been diagnosed with cancer from point of diagnosis through the remaining years of life.  The National Action Plan, formulated by the Centers for Disease Control and Prevention (CDC), currently supports broadening the definition of “survivor” to include caregivers, family members and friends of those with cancer (1).  However, for this report, the term “survivor” will refer only to individuals who have been diagnosed with cancer.

Cancer Survivors: A National Snap-Shot

While cancer is considered the second leading cause of death in the United States, exceeded only by heart disease (2), increasingly, individuals are living several years beyond their initial diagnosis (3).  As of 2008, according to the American Cancer Society (ACS), 580 Americans per 100,000 die annually of cancer (4-5).  However, increased survival rates for persons living with cancer rose from 3.0 million, 1.5% of the population in 1971, to 8.9 million, or 3.5% of the population, in 2001 (6).  This growing number of cancer survivors in the last three decades can be attributed to advances in early detection, improvements in treatment therapies, and extensive use of combined modality treatments, such as chemotherapy, surgery and radiation therapy, to name a few (7).  These efforts have ensured that more people in the United States live with cancer than die from the disease.

Currently, cancer registries indicate that the number of cancer survivors in the United States has grown to approximately 10 million, with more than one million new cases of cancer diagnosed each year (3-9), the most common of which are lung, prostate, breast and colorectal cancers (6-8).  Prevalence data derived from the 2004 United States Cancer Institute’s Surveillance Epidemiology and End Result’s (SEER’s) database indicated that, nationally, 2,439,000 individuals had breast cancer, 1,141,000 individuals had colorectal cancer and 2,156,000 had prostate cancer (10).  As recently as 2007, incidence data revealed that an estimated 178,480 new breast cancer cases were diagnosed in the U.S., a considerable increase from 2004, when approximately 118,600 new breast cancer cases had been diagnosed.  According to the CDC’s 2004 National Program of Cancer Registries, incidences for the other most common cancers types were 145,300 prostate diagnoses, 67,400 newly diagnosed lung and bronchial cancers and 49,500 colorectal cancer diagnoses (11).  Furthermore, statistical projections into the future indicate that one in three Americans (or one in two men and one in three women) (10) will be diagnosed with some form of cancer during their lifetime, and 62% of individuals living beyond their initial diagnosis can expect to live at least five years (7, 12).

While cancer is clearly a burden on the entire country, certain regions of the United States experience higher rates of cancer than others.  The SEERS database revealed that in 2004 states situated in the northeastern region of the United States experienced a higher incidence of cancer for the most prevalent cancer types—breast, prostate, colorectal and lung cancer—than other geographical regions (11, 13).  For instance, currently, where the incidence of breast cancer is 117.7 individuals per 100,000 nationally, similar to rates in both the Midwest and West, the Northeast experiences breast cancer rates of 126 individuals per 100,000 (11, 13).  Prostate, lung and colorectal cancer statistics reveal similar incidence rates, a fact which further demonstrates the significant cancer disparity that exists in the Northeast as compared to the rest of the country.  The United States Cancer Statistics 2004 Incidence and Mortality Report revealed that, in the Northeast, there were 151,000 new cases of prostate cancer diagnosed and 108,000 new cases of colorectal cancer, 62,000 in men and 46,000 in women.  According to the CDC, states in the Northeast with the highest breast cancer incidence rates of 126.3 to 134.0 per 100,000 include Massachusetts, New Hampshire, New Jersey, Rhode Island, Vermont and Connecticut (13-16).
Cancer Survivors: A Snap-Shot of Connecticut

Echoing the national trend, cancer is the second leading cause of death in Connecticut, with breast, lung, colorectal and prostate cancers being the most commonly diagnosed (14, 17).  According to the Connecticut tumor registry, approximately 20,000 Connecticut residents developed cancer in 2007 with the number of cancer survivors projected to increase in subsequent years (17, 18).  Although Connecticut has one of the highest rates of new cancer cases in the U.S., in 2001 it had the lowest cancer-related death rate overall (eighth lowest for males and 25th lowest for females) (19).  This burgeoning cancer survivor population is reflected in hospitalization charges related to cancer such that, in 2005, approximately $480 million was spent in the state of Connecticut on cancer-related medical procedures, with these costs rising annually (20, 21).
Cancer Disparities

While death rates due to cancer have declined overall, the literature underscores the drastic disparities in cancer morbidity and mortality in relation to race/ethnicity, socioeconomic context, age and insurance status.  Many such disparities in cancer health care exist in relation to screening, rates of diagnoses and rates of survival.  For example, according to various sources, both nationally and within the state of Connecticut, African Americans are more likely to die from certain cancers than non-Hispanic Whites and have the highest rates of prostate, lung and colorectal cancer (22).  According to the American Cancer Society’s Cancer Facts and Figures for African Americans 2007-2008, approximately 152,900 African Americans were expected to be diagnosed with cancer and 62,780 African Americans were projected to die from cancer, with lung cancer accounting for the largest number of deaths (30% for African American men and 22% for African American women).  For some of the most common site-specific cancers, breast cancer accounted for 19% of deaths among African American women and prostate cancer for 13% of deaths among African American men.  Furthermore, while death rates for colorectal cancer in both sexes and for breast cancer in women have decreased overall during the past 15 to 25 years, this reduction has occurred more rapidly within the Caucasian population than among African Americans (23).  African American women in particular, while less likely to develop breast cancer than white women, are more likely of all population groups to die from it, with approximately 5,830 African American women having died from it in 2007 (23).
Generally, Hispanics and African Americans are less likely than others to be screened for breast cancer, cervical cancer and colorectal cancer, indicating both low awareness of screening services as well as low access to health care services, which consequently puts them at greater risk for late stage diagnosis and decreased chance of survival (22).  In addition, Native Americans, compared to other groups, are generally diagnosed with cancer at later stages, when it is a more invasive, metastatic cancer, which decreases their chances of survival (22).  As a whole, African Americans, Hispanics, and Native Americans comprise a greater portion of individuals living in poverty and tend to be uninsured or underinsured; a circumstance which compromises their access to health care services in general (24-26).  While Connecticut has the lowest percentage of individuals lacking health insurance, has achieved higher levels of education compared to the national average and is considered the wealthiest state in the nation, the gap between the rich and the poor is drastic.  In fact, 2001 Census statistics reveal that the Connecticut per capita income ranged from “$15,000 per family in Hartford to nearly $94,000 in New Canaan, and poverty rates ranged from 0.7% in Killingworth to 30.6% in Hartford.”  Furthermore, Hartford, the capital of the richest state in the country, had the second highest poverty rate of all cities in the United States (27).  Therefore, socio-economic status plays a significant role in why many ethnic and racial minorities experience less access to diagnostic screening technologies and other forms of cancer-related health care.  As race and ethnicity is nearly inextricable from socioeconomic status, it is not unexpected that, compared to Caucasian residents who had the highest per capita income of any race or ethnic group ($31,505), the per capita income was 58% lower for Hispanics and 47% lower for African Americans 28).
Hispanic women have the highest rate of cervical cancer, experiencing twice the incidence rate of non-Hispanic whites and 50% more deaths (29, 30), while Asian Americans and Pacific Islanders are most likely to be diagnosed with liver and stomach cancers.  Furthermore, immigrants experience barriers in terms of accessing cancer services since most are uninsured and are limited-English speakers (22).  Language barriers can hinder one’s ability to fully avail oneself of cancer-related health care services, such as cancer screening and other health related information (24).
Immigrants as a whole tend to experience less chronic disease, including cancer, as well as significantly lower mortality from lung, colorectal, breast, prostate and esophageal cancer as compared to their native counterparts.  However, once acculturated, immigrants tend to experience nearly equal rates of cancer to the general population but often have less access to health care services.  In some cases immigrant cancer rates are higher, for example, Asian immigrants tend to experience substantially higher stomach, liver and cervical cancer mortality than of those born in the U.S.  Furthermore, due to familial geographic separation, immigrants are less likely to report a family history of cancer, which may result in inadequate cancer screening as well as low awareness and knowledge of other prevention strategies, and thus poorer health outcomes (31).  Consistent with the immigrant experience, individuals who have a poor ability to read, write and speak English often have a poor understanding of medical information and advice.  English illiteracy is correlated with a higher likelihood of engaging in risky health behaviors as well as low-level access to health services and results in poorer health outcomes compared to people with high English literacy (32).
Disparities in cancer are not limited to the aforementioned.  Age additionally plays a role in the development of cancer and disproportionately afflicts individuals over the age of 65.  For Connecticut adults aged 45 to 84 years, cancer is the leading cause of death (14), suggesting that one’s risk for cancer increases substantially with age.  As the Baby Boomer generation approaches retirement, the average age of the population of Connecticut is increasing, and 56% of new cancers are found in people 65 years of age and older (6, 14, 33).  In fact, Connecticut’s population is older on average, compared to the U.S. population as a whole (34).

The gaps in cancer-related health care and services indicate a need for extensive outreach to underserved populations as well as drastic policy changes in terms of health insurance in order to create more parity.

III. Project Components – General Overview

Under the Survivorship contract, MATRIX Public Health Solutions, Inc. has been responsible for two major components: (a) conduct a comprehensive needs assessment among cancer survivors in Connecticut, and (b) compile and produce an inventory of current cancer survivor resources (Resource Inventory) available in Connecticut.  Upon initial meetings with the Connecticut Department of Public Health (CT DPH) and the Connecticut Cancer Partnership’s Survivorship Committee (Survivorship Committee), MATRIX recommended that the needs assessment also encompass cancer care providers.  This latter component would provide opportunities to identify cancer care providers’ knowledge and understanding of needs among cancer survivors, as well as, needs of cancer care providers for improving delivery of services and care.

Needs Assessment Among Cancer Survivors

Under this component, MATRIX was responsible for utilizing various data gathering techniques, including implementation of 20 community forums throughout Connecticut, to assess needs of cancer survivors and their families.  A special focus was to be given to underserved populations that are often underrepresented or absent from such assessments.  MATRIX was also responsible for ensuring that the data collection phase was sustained over a large portion of the project period and that the project was easily identifiable as an initiative of the Connecticut Cancer Partnership.

Resource Inventory Guide

Under this component, MATRIX was responsible for identifying cancer survivor resources currently available in Connecticut and for producing an inventory of these resources in electronic and paper formats.  MATRIX was also responsible, in collaboration with the CT DPH, for coordinating with representatives of the American Cancer Society (ACS) to make the resource guide available through ACS’s existing website and for posting appropriate links to the websites of the CT DPH and the Connecticut Cancer Partnership.  Lastly, MATRIX was to develop and implement an evaluation protocol to determine the usefulness and impact of the resource guide.

Needs Assessment Among Cancer Care Providers

This component was recommended by MATRIX and was therefore an addition to the components under the Survivorship contract.

IV. Methods – Needs Assessment – Cancer Survivors

A review of published, unpublished and programmatic literature, coupled with on-going meetings between MATRIX and the Survivorship Committee, as well as MATRIX and its sub-contractors (cancer experts), informed both the development of data collection tools and initial planning for the implementation of the needs assessment, including identification of potential partners and locations for community forums.  Over 100 resources have been referenced in the literature review, including the Institute of Medicine’s report, From Cancer Patient to Cancer Care: Lost in Transition, and information, including data and statistics, from the Centers for Disease Control and Prevention (CDC), the CT DPH, the ACS, and the National Cancer Institute.  Through the use of these resources, the literature review proved to be invaluable in identifying commonly occurring needs, gaps and barriers experienced by cancer survivors across the cancer control continuum, as well as help address priority areas across the cancer experience
.

Data collection tools – Quantitative and Qualitative

During the initial contract meeting with the CT DPH, the following decisions were made with regards to instrument development and implementation of the needs assessment.  These decisions, specifically bullet #2, altered some of the initial contract obligations.

· Children should not be included in the needs assessment; only adults 18 years or older;

· Family members/caregivers should not be included in the needs assessment;

· A validated instrument should be used for the survivor survey and it should be incorporated within an instrument that is locally relevant;

· A person should be considered a cancer survivor from the point of diagnosis onwards.

The development of the data collection tools, both quantitative and qualitative, was a collaborative process between MATRIX, its cancer experts and the Survivorship Committee.

Quantitative Instrument Development

The Connecticut Department of Public Health and the Survivorship Committee were in agreement of utilizing a validated instrument for the needs assessment among cancer survivors.  Review of national cancer studies among survivors pointed to the scarcity of validated instruments; however, one instrument, Supportive Care Needs Survey (SCNS) (35-37), was particularly cited by many studies.  The SCNS is a product of more than a decade of research by the Center for Health Research & Psychology (CHeRP) in Australia and consists of two forms, long and short (SCNS-LF59 (36-37) and SCNS-SF34 (35), respectively).  The short form, SCNS-SF34, was the recommended version for use since it was the product of enhancements made to the long form.  Items in the short form of the survey map across five domains--psychological, health system, physical & daily living, patient care & support, and sexuality—many of the same areas identified through the literature review as areas in which survivors commonly experience needs, gaps and barriers.  In addition the relevancy of the domains to measuring commonly experienced needs, gaps and barriers, the validated instrument would generate information that could be compared to other populations.  Other attributes of the SCNS include: (a) impressive reliability and validity scores associated with its past use, (b) that it is built on pre-existing needs assessments used in other settings, (c) its near universal use as a result of 4th-5th grade literacy level, (d) its format and ease of answering questions; receiving high marks from survivors on this feature, and (e) the relatively high participation rates in the studies in which the instrument has been used—suggesting that it was not overly burdensome to most participants.

For this project, an enhanced version SCNS-SF34 has been embedded within a locally relevant survey providing an opportunity to gather demographic information as well as pose locally relevant questions such as top three utilized (local) resources by cancer survivors.  The enhanced version of the short form consists of the 34 items found in the SCNS-SF34 plus 10 additional questions – 6 questions from SCNS-LF59 and 4 new questions, which were added to help capture the needs of a more diverse population such as the population of Connecticut.  These additional questions were recommended by the cancer experts.

After more than one dozen iterations, the quantitative instrument – SCNS-SF34 (enhanced) was finalized for pre-testing at four sites.  There was some difficulty in the site selection due to the summer holidays.  Many cancer related activities, such as support groups, did not occur regularly during this time.  Additionally, it was difficult to access cancer survivors served by hospitals and community health centers due to HIPPA regulations.  Despite these set-backs, MATRIX was able to conduct pre-tests of the survey in four diverse settings including, support groups and rehabilitation programs at cancer centers and a community-based organization.  A total of 18 cancer survivors participated in the pre-tests.  The group of pre-test participants represented diversity in age, socio-economic strata, gender, cancer type, ethnicity and race.  The pre-test sessions were staggered so that each preceding session could inform the succeeding one.  The survey was edited between each session and the edited draft was presented to the next group of participants.  Once the pre-tests concluded, the survey was finalized and translated into Spanish (with back-translation into English).  Both versions of the survivor survey were uploaded into an electronic format for online use.  Initially Vovici’s survey software was used to create the online survey and to make it available through the Internet.  A short, easy to remember URL was created for each survey (English – www.ctcancercareneeds.org and Spanish – www.ctcancercareneeds.org/spanish).  Later a transition was made to SNAP survey software, unrelated to the needs assessment, but this transition did not affect the availability of the survey online nor did it affect the URLs that were already in use.  Both versions of the survey - English and Spanish - were ready for administration in person, via mail or via the Internet.  The survivor survey – the print and online options-was launched during the Connecticut Cancer Partnership’s Annual Meeting in September 2008.  A copy of the English and Spanish versions of the survivor survey can be found in Appendix #1.  The online links to the survey were disabled at the end of the data collection period.

Qualitative Instrument Development

A qualitative instrument was also developed for use during community forums.  Similarly to the quantitative instrument, this instrument also underwent a number of iterations, with input from the cancer experts, before being finalized.  Beyond an introduction to the needs assessment and MATRIX’s role in it, the instrument - called Community Forum Protocol - essentially covered three major topic areas: needs, barriers and resources.  Supplemental documents were developed to accompany the Community Forum Protocol and these included: (a) an Event Observation Log and (b) a Notes Log.  The Event Observation Log facilitated a quick record keeping on the profile of forum participants (gender, race/ethnicity, and age group), themes/topics covered, and quality of participation.  It was completed by the facilitator of each forum.  The Notes Log was completed by the note taker of each forum and helped to capture all the information recorded through the Event Observation Log plus needs, barriers and resources cited by the forum participants.  A copy of the Community Forum Protocol, the Event Observation Log and the Notes Log can be found in Appendix #2.

Recruitment of Cancer Survivors

MATRIX had initially intended to utilize the Connecticut Tumor Registry to recruit cancer survivors for the needs assessment.  In collaboration with the CT DPH, MATRIX would have identified the best method for survey distribution to those on the Tumor Registry without compromising their confidentiality.  However, due to CT DPH regulations, this method of recruitment, which would have been very effective and allowed for a representative sampling of Connecticut’s cancer population, was not plausible.  Therefore, MATRIX sought alternative methods to recruit cancer survivors for the needs assessment.

Many different strategies were employed to recruit cancer survivors for the needs assessment, including development of partnerships with organizations and institutions that provided cancer related care and information (e.g., community-based organizations, cancer centers, hospitals, community health centers), outreach to one-time cancer-related events (e.g., conferences, fundraisers, lectures, survivorship celebrations), collaboration with individual cancer care providers (e.g., social workers, clinicians) and professional societies (e.g., nursing societies), outreach to organizations that served specific population groups (e.g., Hispanics, African Americans, Asian/Asian Americans), and employment of a vast range of marketing strategies to essentially blanket the state with information related to the needs assessment.

Community Collaborations – Organizations/Institutions/Individual Providers

In an effort to comprehensively identify community collaborations that would facilitate recruitment of cancer survivors for the needs assessment, MATRIX sought help from the members of the Connecticut Cancer Partnership.  Various members of the Connecticut Cancer Partnership were requested to complete a short survey that would help gather information in a number of areas, including (a) a listing of agencies and organizations that provided services to cancer survivors in their region, (b) a listing of hospitals/CHC in their area, and (c) the types of providers to survey for the needs assessment among cancer care providers.  The survey, a copy of which can be found in Appendix #3, was successfully completed by 12 members of the Connecticut Cancer Partnership.  Although the response rate was very low, MATRIX was nonetheless, able to gather valuable information from those who completed the survey which also informed the resource inventory guide.  Beyond members of the Connecticut Cancer Partnership, MATRIX utilized internet searches, state-specific cancer literature and references from organizations already contacted to build a repertoire of potential community collaborators for the implementation of the needs assessment.

Once a potential community collaborator was identified, an executive of the organization/institution was contacted (through phone and/or email) and detailed information was shared regarding the needs assessment, including how their organization/institution might provide an opportunity to have their clients represented in the needs assessment.  If they agreed to collaborate with MATRIX, the organization/institution was provided a number of options for the distribution and collection of survivor surveys.  The organization/institution could choose to distribute the survivor surveys using e-lists, mailing lists, or onsite.  MATRIX encouraged face-to-face distribution and collection, since this often resulted in a higher response rate.  For an organization/institution opting to distribute survivor surveys onsite the following options were available for collection:

· MATRIX to provide self-addressed and stamped envelopes for participants to mail back completed surveys directly

· MATRIX to provide blank envelopes for participant to complete and return surveys to organization/institution personnel who would then return all completed surveys back to MATRIX via mail

· MATRIX to provide blank envelopes for participants to complete and return surveys to organization/institution personnel who would then collect all completed surveys (in their sealed envelopes) and contact MATRIX for a pick-up

Once a method for collection was identified by the community partner and the partner identified a point-person at their organization/institution to oversee the data collection, a packet of materials was sent to them.  The packet included surveys (English and/or Spanish), blank and/or self-addressed and stamped envelopes, information about the needs assessment that the partner would share with the participants and detailed instructions on the distribution and collection of completed surveys.  All community collaborators were given marketing materials (flyers) to post around their organization/institution, including informational flyers on the needs assessment and the URLs to the online version of the survey.  Marketing materials were made available in both English and Spanish and were customized to the needs of the organization/institution.

Weekly follow-ups were scheduled with the community partners to inquire about progress, as well as the need for additional materials.  The weekly follow-ups were conducted through phone and/or electronic communication depending on the partner.  During each follow-up, partners were encouraged to continuously promote the needs assessment and were offered assistance with problem-solving any issues that they faced in engaging the community.  Partners were also reminded of the end date for data collection and were reprised of changes made to the date.

Community Collaborations – One-time Events

Similar practices were employed for one-time events as with the long-term community collaborations - organization/institution/individual providers.  When plausible, MATRIX staff attended the one-time events to encourage participation in the needs assessment.  Cancer survivors were encouraged to complete the survey onsite but were given the option to take the survey home and return in a self-addressed and stamped envelope provided to them if onsite completion was impossible.  When MATRIX staff could not attend the event, at the request of the sponsoring organization/institution, a representative from the organization/institution was briefed (either verbally or through electronic communication) by MATRIX staff on the protocol related to survey distribution and collection.  The representative was also requested to encourage onsite participation as much as possible and was provided a packet which included surveys (English and/or Spanish), blank and/or self-addressed and stamped envelopes, information about the needs assessment that the partner would share with the participants and detailed instructions on the distribution and collection of completed surveys.  All one-time event partners were given marketing materials (flyers) to post around the venue, including informational flyers on the needs assessment and the URLs to the online version of the survey.  Marketing materials were made available in both English and Spanish and were customized to the needs of the sponsoring organization/institution.  For the most part, MATRIX staff did not attend the event if it was a recurring event – e.g., series of lectures and/or if the sponsoring organization made a specific request for staff not to be there.

Over the course of this project, MATRIX partnered with hospitals, community health centers, community-based organizations, religious organizations, professional societies, private practices and various one-time events to recruit cancer survivors for the needs assessment.  Appendix #4 contains a list of all of our community partners.

Marketing of Needs Assessment

The marketing strategy for the needs assessment among cancer survivors had been to blanket the state with information related to the needs assessment.  MATRIX advertised the needs assessment on multiple radio stations, TV channels, newspapers and in public libraries of 15 cities and towns across Connecticut.  Information related to the needs assessment was also shared through press releases and posted on organizational websites, including the Connecticut Cancer Partnership, the Connecticut Department of Public Health, the Connecticut Challenge and websites of various radio stations, as well as, organizational newsletters and communicated through organizational electronic list serves and mailing lists.  Lastly, information about the needs assessment was included, in the form of inserts, in state employees’ paycheck envelopes, reaching over 80,000 individuals.  A copy of the ‘payroll stuffer’ can be found in Appendix #5, along with samples of other marketing materials.  All marketing materials were made available in English and Spanish and used in both languages when it was applicable.

Community Forums

MATRIX partnered with a variety of community organizations to plan and implement community forums across the state in an effort to ensure participation from diverse cancer survivors, including those less likely to participate in needs assessments.  Populations of particular interest included men, young people, racial/ethnic minorities and immigrants/refugees.

The three months that followed the development and finalization of data collection tools were focused on the planning and implementation of community forums, which included survey implementation and qualitative data collection.  This was due to the recognition that the upcoming winter months may hinder participation in community forums.  Following the winter months, the forums resumed once more.  They were conducted in partnership with or on location at community organizations and gathering places which were or were not cancer-specific in their work.

Mass marketing campaigns were implemented prior to each community forum with the assistance of the partnering organization.  The partnering organization identified venues for marketing and this, in tandem with the location-specific marketing strategies gathered by MATRIX staff, resulted in email blasts and phone calls to nearby service organizations and the local health department, posting of flyers at the venue weeks prior to the event and use of partnering organization’s mailing and/or e-list to ‘spread the word’ about the upcoming forum in the community.

Major cities in Connecticut were identified as the focus areas for the initial round of forums and they included New Haven, Hartford, Bridgeport, Waterbury, Danbury and Willimantic, with the next two rounds to capture mid-sized cities.  Eight forums (Table #1) were scheduled for the Fall and despite mass marketing campaigns five had no participation.  Of the remaining three, one was cancelled due to lack of community interest and the other two- in Danbury and Bridgeport- had participation from cancer survivors.  The Danbury forum, which had the largest number of participants, was planned during the meeting times of two support groups.  Given the success with participation from cancer survivors at this forum, MATRIX staff shifted its strategy and planned the Spring community forums in collaboration with organizations that not only allowed access to a ‘captive audience’, but also to hard-to-reach populations.

Table #1: Fall Community Forums
	Date
	City
	Venue

	10/10/2008
	Bridgeport
	City Hall Community Conference Room

	10/29/2008
	Willimantic
	Windham Regional Community Council, Inc

	11/5/2008
	New Haven
	Wilson Library

	11/12/2008
	New Haven
	Fairhaven Community Health Center 

(Focus: Spanish language speakers)

	11/18/2008
	Hartford
	Helen and Harry Gray Cancer Center

	11/19/2008
	Waterbury
	Leever Cancer Center

	12/3/2008
	Danbury
	Ann’s Place

	12/10/2008
	New Haven
	Monterey Place


Seven community forums were planned in the Spring and were done so in collaboration with senior centers, religious centers, hospitals and community centers.  To minimize last minute cancellations, participants were required to pre-register for this set of forums.  Each forum was implemented if at least 3-5 participants registered for it.  Registration logistics were overseen by collaborating partners.  Of the seven, one was cancelled due to lack of community interest.  The cancelled forum was scheduled to take place at a senior center in Meriden.  Details for the remaining six, plus the two from the Fall, are provided in Table #2 below.

Cancer survivors participated in a total of 8 community forums and the details related to each are provided in the table below (Table #2).  Additional forums were not planned for a number of reasons including: (a) low participation and interest by the community as demonstrated by the relatively low success rate of past forums (those in the Fall) despite mass marketing campaigns, (b) decision by MATRIX to attend upcoming community cancer events (e.g., cancer Survivors’ Days) instead, and (c) near end of data collection period.

Table #2: Community Forums

	Date
	City
	Venue
	# in Attendance

	10/10/2008
	Bridgeport
	City Hall Community Conference Room
	1

	12/3/08
	Danbury
	Ann’s Place – Home of I Can
	33

	3/25/09
	Mashantucket
	Mashantucket Pequot Community Center
	8

	3/29/09
	Hamden
	Muhammad Islamic Center
	18

	3/31/09
	New London
	Lawrence& Memorial Hospital
	52

	4/8/09
	Bridgeport
	St. John’s Episcopal Church

(Focus: Spanish language speakers)
	5

	4/30/09
	Norwich
	Rose City Senior Center
	8

	5/14/09
	Wallingford
	Wallingford Senior Center
	8

	Total
	133


Although each forum was unique, standardization across the forums was achieved through steps highlighted in the Community Forum Protocol.  At least two MATRIX staff was present at each forum, one serving as the forum facilitator and the other as the forum note taker.  In instances were the forum was conducted in Spanish, a bi-lingual staff would accompany the facilitator and the note taker.  An external consultant was also brought on board to facilitate a forum among the Native American community, at the request of the community spokesperson.

At the start of the forum, each staff member would introduce themselves, followed by the facilitator, taking lead, to introduce the needs assessment project and the role of MATRIX.  Community forum participants would be requested to complete a print version of the survivor survey (in English or in Spanish).  Following voluntary completion of the survivor survey, the forum facilitator, guided by the Community Forum Protocol, gathered qualitative information in three major topic areas: needs, barriers and resources.

Participants were provided light meals at the forums.  Child care was also made available, at the request of the partnering organization, so that barriers to participation in the needs assessment were not experienced by cancer survivors.  Before the close of the each forum, cancer survivors participated in a raffle drawing for a small prize.

Challenges – Needs Assessment among Cancer Survivors

MATRIX did experience some challenges during the recruitment and implementation phase of the needs assessment among cancer survivors.  Access to cancer survivors, especially in hospitals and community health centers, was limited due to staff time and/or HIPPA regulations
.  The Connecticut Cancer Partnership provided an endorsement letter for the needs assessment and this eventually facilitated access to most organizations/institutions.  Unfortunately, there were other challenges which, unlike the one previously mentioned, could not be overcome.  These included reaching Connecticut’s sub-populations and forging community partnerships with specific organizations.  A number of reasons hampered MATRIX’s ability to reach Connecticut’s sub-populations including language access, cultural appropriateness and issues related to literacy, disclosure and trust.  With additional funding for this project MATRIX might have been able to translate the survey into additional languages and/or hire additional facilitators for focus groups or community forums.  The hiring of a trusted community member worked particularly well when working with the Native American population and in hindsight might have been helpful to reach other sub-populations where language and/or trust is a potential barrier (e.g. Vietnamese, Cambodian, Haitian, and African sub-populations).

In addition to the above stated roadblocks in accessing the community, the unwillingness of some organizations/institutions to partner with MATRIX resulted in additional roadblocks to the community.  The following organizations/institutions were unwilling or unable to partner with MATRIX:

	· Bristol Hospital
	· Griffin Hospital

	· Charter Oak Community Health Center
	· Community Health and Wellness Center

	· American Cancer Society
	


Therefore, the populations served by the above-mentioned organizations, were most likely excluded from the needs assessment, unless if they were exposed to another outreach or marketing strategy.  MATRIX staff was unable to be present at a number of events sponsored by the American Cancer Society, due to ACS policies, including support groups and the Relays for Life events, which are specific to cancer survivors and draw large crowds.

V. Methods – Needs Assessment – Cancer Care Providers

The needs assessment among cancer care providers was an added component under the Survivorship contract based on a recommendation made by MATRIX.  This component provided opportunities to identify cancer care providers’ knowledge and understanding of needs among cancer survivors, identify gaps in their knowledge and understanding, if any, as well as, identify the needs of cancer care providers for improving delivery of services and care.  Although a valuable component, the needs assessment among cancer care providers was not meant to be the central focus of the overall project.

Data collection tools – Quantitative

An investigation of past research among cancer care providers quickly revealed that, unlike needs assessments among cancer survivors, a validated instrument did not exist to facilitate data collection among providers.  Therefore, MATRIX staff attempted to design an instrument for data collection among cancer care providers in collaboration with its cancer experts and with input from the Survivorship Committee.  The instrument underwent numerous iterations and was designed with the SCNS-SF34 (enhanced) in mind, especially since comparisons such as perceived needs (from the perspective of cancer care providers) versus real needs (from the perspective of cancer care survivors) were a part of the data analysis plan.  An integral feature in the design aspect of the provider survey, as with the survivor survey, was its brevity to facilitate maximum participation among cancer care providers.

Following the iterations, the survey was finalized for pre-testing.  MATRIX sought recommendations from the Survivorship Committee and its cancer experts on the ‘types’ of providers to include in the pre-tests – as well as – the statewide implementation following the field tests.  Other members of the Connecticut Cancer Partnership had also shared their input on the latter question through a short survey (refer to the section on Community Collaborations – Organizations/Institutions/Individual Providers).  It was agreed that a small number of providers would be involved in the pre-testing phase.  MATRIX staff carried out pre-tests among 4 types of providers, including social workers, primary care physicians, oncology nurses and oncology physicians.  Information packages were sent to each provider and included a description of the needs assessment, the pre-test version of the provider survey and a feedback form.

Once the pre-testing concluded, the survey was finalized and uploaded into an electronic format for online use.  Initially Vovici’s survey software was used to create the online survey and to make it available through the Internet.  A short, easy to remember URL, www.ctcancercareprovider.org, was created.  Later a transition was made to SNAP survey software, unrelated to the needs assessment, but this transition did not affect the availability of the survey online nor did it affect the URL that was already in use.  The provider survey was ready for administration in person, via mail or via the Internet.  Beyond demographic information, the survey explores each provider’s ‘practice’ with care coordination, referrals, and providing support options to cancer survivors.  In addition to identifying, through the perspective of cancer care providers, needs, barriers and resources experienced by cancer survivors, the survey also explores professional development needs of providers.  Lastly, the final item on the survey requests a referral to a cancer care provider, someone who can participate in the needs assessment.

The provider survey – the print and online options-was launched during the Connecticut Cancer Partnership’s Annual Meeting in September 2008.  A copy of the provider survey can be found in Appendix #6.  The online link to the survey was disabled at the end of the data collection period.

Recruitment of Cancer Care Providers

Strategies similar to those employed for recruitment of cancer survivors were used to recruit cancer care providers.  Provider surveys were often made available along with survivor surveys during provider specific one-time cancer events (e.g., conferences, fundraisers, lectures) and in packets mailed to organizations/institutions specifically for survivor needs assessment surveys.  Additionally, information about this component of the project was included in marketing campaigns for the survivor needs assessment, when appropriate.

As with the survivor survey, e-lists, mailing lists, or onsite methods could be utilized by community collaborators to distribute the provider survey.  Options for onsite distribution and collection of completed provider surveys were similar to those of survivor surveys and included:

· MATRIX to provide self-addressed and stamped envelopes for participants to mail back completed surveys directly

· MATRIX to provide blank envelopes for participant to complete and return surveys to organization/institution personnel who would then return all completed surveys back to MATRIX via mail

· MATRIX to provide blank envelopes for participants to complete and return surveys to organization/institution personnel who would then collect all completed surveys (in their sealed envelopes) and contact MATRIX for a pick-up

Once a method for collection was identified by the community partner and the partner identified a point-person at their organization/institution to oversee the data collection, a packet of materials was sent to them.  The packet included provider surveys, blank and/or self-addressed and stamped envelopes, information about the needs assessment that the partner would share with the participants and detailed instructions on the distribution and collection of completed surveys.  In many instances, the same organizational representative would be identified to assist with the implementation of the provider and survivor surveys.  All community collaborators were given marketing materials (flyers) to post around their organization/institution, including informational flyers on the needs assessment and the URL to the online version of the survey.

Weekly follow-ups were scheduled with the community partners to inquire about progress, as well as the need for additional materials.  The weekly follow-ups were conducted through phone and/or electronic communication depending on the partner.  During each follow-up, partners were encouraged to continuously promote the needs assessment and were offered assistance with problem-solving any issues that they faced in engaging the providers.  Partners were also reminded of the end date for data collection and were reprised of changes made to the date.

Similar practices were employed for one-time events as with the long-term community collaborations - organization/institution/individual providers.  When plausible, MATRIX staff attended the one-time events to encourage participation in the needs assessment among the providers.  Cancer care providers were encouraged to complete the survey onsite but were given the option to take the survey home and return in a self-addressed and stamped envelope provided to them if onsite completion was impossible.  When MATRIX staff could not attend the event, at the request of the sponsoring organization/institution, a representative from the organization/institution was briefed (either verbally or through electronic communication) by MATRIX staff on the protocol related to survey distribution and collection.  The representative was also requested to encourage onsite participation as much as possible and was provided a packet which included surveys, blank and/or self-addressed and stamped envelopes, information about the needs assessment that the partner would share with the providers and detailed instructions on the distribution and collection of completed surveys.  All one-time event partners were given marketing materials (flyers) to post around the venue, including informational flyers on the needs assessment and the URL to the online version of the survey.

Community partners for the implementation of the needs assessment among cancer care providers and among cancer survivors overlapped greatly.  Appendix #4 contains a list of all of our community partners.

Marketing of Needs Assessment

The marketing strategy for the needs assessment among cancer care providers was not as wide-scaled as that among cancer survivors.  Beyond the co-marketing, when appropriate, with the survivor surveys, information related to the needs assessment was posted on organizational websites, including the Connecticut Cancer Partnership and the Connecticut Department of Public Health.

Data Entry & Statistical Analyses

All hard copies of survey data were entered into Excel Databases (Provider and Survivor) with a large proportion of the data entered twice and/or error checked multiple times specifically examining outliers and/or out of range variables.  There were no unique identifiers on any of the data therefore confidentiality of all participants was guaranteed.  The online versions of the surveys were merged into the larger Excel Databases and error checked.  The statistical analyses were conducted using SPSS version 10.  The types of analyses used included:

1) T-tests to compare the distribution of continuous variables between groups and non-parametric tests to compare the distribution across groups;

2) Chi-squares to compare the distribution of discrete variables between/across groups and Cochran-Amitage tests to examine the trend if comparison characteristics were a scaled variable (e.g. the SCNS-SF34-enhanced);

3) Odd ratios to describe strength of association between two groups.

As this is the first time that a needs assessment among cancer survivors and cancer care providers has been implemented in Connecticut, we looked at all parameters of the data and recognize the limitations with multiple testing.  Our approach in the interpretation of the data may be conservative.  Reference data has been provided in Appendix # 7.

Resource Inventory Guide

The Resource Inventory was developed using an Excel Database and then transferred into Word for printing.

VI. Outcomes & Conclusions – All Data Sources

Survivor Survey
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Over 6000 hard copies (N=6235) of the survivor survey, made available in both English and Spanish, were distributed throughout the state.  Of this, 1,164 were completed and returned, resulting in a response rate of 19.0%.  In addition to the hard copies of surveys, through the use of widespread marketing campaigns and outreach via community collaborations, online versions of the survivor surveys made available in both English and Spanish, were heavily promoted.  A total of 429 survivor surveys were completed online; all were completed in the English language.  Therefore, a total of 1,593 cancer survivors completed the survivor survey, with a vast majority using the English, print version of the survey.  Of the 1593 participants, 1516 were used for data analysis.  An explanation for why the remaining 77 participants were not included in the data analysis is provided below.
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Sample Characteristics

Participants were distributed throughout the state representing all eight counties and the 169 towns and cities of Connecticut.  Hartford (34.%), New Haven (19%) and Fairfield (16%) counties (Figure #1) had the largest proportion of cancer survivors who participated in the needs assessment, with the highest percentage of participants residing in the cities of Bridgeport (3.2%) and Hartford (2.9%).

Figure #1: Geographic Distribution by CT Counties
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Figure #2 presents a GIS map of the distribution of survey participants around the state
.  Major cities of residence included:

	· 2.8% New Haven
	· 1.9% Newington

	· 2.8% New Britain
	· 1.8% Wethersfield

	· 2.2% Milford
	· 1.7% Norwich, Wallingford, Windsor

	· 2.1% East Hartford
	· 1.6% Torrington

	· 2.0% Manchester
	· 1.5% Bristol, Fairfield


Figure #2: GIS Map of Cancer Survivors

[image: image2.jpg]Geographical distribution of cancer survivors in the study (N=1,506)





Table #3 presents a summary of the demographic characteristics of the sample.  Of the cancer survivors who participated in the needs assessment (N=1516) three-quarters were women, 76.4% (23.6% male).  The age range among participants was 18-96 years of age, with an average age of 60.7, the median equal to 61 and the mode equal to 54.  There was a statistically significant difference between men and women by age, with men being older overall (t=4.83, d.f.=551, unequal variance, p<0.001) and significantly more men in the >=71 year age group (
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=38.58, d.f.=1, p<.001).  Men had an average age of 64 years (with a median of 66 and a mode of 73) and women had an average age of 60 years (with a median of 59 and the mode of 62).  The participants were further divided into 4 age groups (<=50, 51-60, 61-70, and >=71) where most of the women (31.4%) were found to be in the 51-60 years age group and most of the men (36.1%) were found to be in the >=71 years age group (Figure #3).

Table #3: Demographic Characteristics of the Sample

	Demographics
	Male (%)
	  Female (%)
	  Total (%)

	Age group
	355 (23.73)
	1141 (76.27)
	1496 (100.0)

	    <=50 yrs
	  45 (12.68)
	  261 (22.87)
	  306 (20.45)

	    51-60 yrs
	  80 (22.54)
	  358 (31.38)
	  438 (29.28)

	    61-70 yrs
	102 (28.73)
	  294 (25.77)
	  396 (26.47)

	    >=71 yrs
	128 (36.06)
	  228 (19.98)
	  356 (23.80)

	Highest education level
	354 (23.66)
	1142 (76.34)
	1496 (100.0)

	    Primary school
	    2   (0.56)
	      3   (0.26)
	      5   (0.33)

	    Secondary school
	  83 (23.45)
	  275 (24.08)
	  358 (23.93)

	    Some university/college
	  70 (19.77)
	  277 (24.26)
	  347 (23.20)

	    University or college degree
	  96 (27.12)
	  297 (26.01)
	  393 (26.27)

	    Professional or graduate school
	103 (29.10)
	  290 (25.39)
	  393 (26.27)

	Marital status
	352 (23.48)
	1147 (76.52)
	1499 (100.0)

	    Married
	277 (78.69)
	  615 (53.62)
	  892 (59.51)

	    Living in a marriage-like relationship
	  12   (3.41)
	    29   (2.53)
	    41   (2.74)

	    Divorced
	  17   (4.83)
	  166 (14.47) 
	  183 (12.21)

	    Separated
	    3   (0.83)
	    13   (1.13)
	    16   (1.07)

	    Widowed
	  21   (5.97)
	  170 (14.82)
	  191 (12.74)

	    Single or never married
	  22   (6.25)
	  154 (13.43)
	  176 (11.74)

	Employment status
	346 (23.52)
	1125 (76.48)
	1471 (100.0)

	    Yes
	158 (45.66)
	  571 (50.76)
	  729 (49.56)

	    No
	188 (54.34)
	  554 (49.24)
	  742 (50.44)


Figure #3: Age Groups by Gender
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A vast majority of the participants were White (87.7%) followed by African American/Black (5.3%), Hispanic/Latino (4.3%), Asian or Pacific Islander (1.3%), Mixed - two or more races- (0.73%) and Native American (0.66%).  Based on the 2007 census estimates, Whites comprised 74.4% of the Connecticut population, African American or Black, 9.3%, Hispanic or Latino, 11.5%, Asian, 3.4%, two or more races, 1.2%, and Native Americans (0.2%) (39).  The sample of cancer survivors (18+) who participated in this needs assessment may not be wholly representative of the overall racial and ethnic makeup of the state, partially due to the differences in age distribution across the different racial/ethnic groups.  The age distribution of Connecticut’s population by race and ethnicity (2007) reveals that a larger proportion of Whites are 18 years of age or older (79.2%) compared to African American/Black (71.3%), Hispanic/Latino (66.9%) and Asian (74.7%).  Given that cancer incidence increases with age, this may be one explanation for the under-representation of Blacks and Hispanics in the needs assessment.

Just over half of the participants had completed either a university/college or a professional/graduate degree (52.5%), with 23.2% having completed some university/college and 23.9% having completed secondary school.  Nearly two-thirds (62.3%) of the participants were either married or living in a marriage-like relationship (N=1499).  The remaining participants were either widowed (12.7%), divorced (12.2%), single/never married (11.7%) or separated (1.1%).  Of the 1471 participants who shared their employment status, 49.6% were employed at the time they completed the survey.  Of the 1,516 participants, 1,359 disclosed their household income (89.6%).  The mid-point of the household income range was divided by the number of people supported (by that income) to derive the individual income
.  This income estimation, though approximate, was the most feasible given individuals do not feel comfortable disclosing precise individual income in surveys even when they are anonymous.  Comparing this to the median individual income in Connecticut of $45,738 it was found that 69.7% of the participants were below the state’s median.  Only a small percentage reported that they were veterans (11.3%).

Almost all of the participants had some type of health insurance coverage (98.6%).  Nearly half of the participants (47.3%) had health coverage through their work with or without additional coverage.  One-quarter of the participants had a combination of public and private coverage (e.g., Medicare and/or Medicaid with a private supplement), 18.1% had public coverage (e.g., Medicare, Medicaid, Medicare plus Medicaid) and 8.3% had private coverage.  The remaining either had no health insurance coverage (1.4%) or covered by a source that was not specified (0.5%).

More than half (52.7%) reported that they had smoked in their lifetime.  The number of years smoked ranged from 1-70, with 19.0 years as the average number of years smoked (median=18).  A vast majority of men (45.6%, N=305) and women (35.7%, N=984) reported being physically active more than 20 times/month.  Physical activity encompassed walking, jogging, participation in sports, walking to work or to the store and household chores.  Participants were also screened for depression, using an evidence-based tool
.  One-quarter of the participants (N=1318) had a positive screen.

Cancer Profile

Participants reported on several areas of their cancer diagnoses: the year of their first cancer diagnosis, number and types of cancers experienced in their lifetime, the year of most recent cancer diagnosis and the type of cancer most recently diagnosed.

The top five reported lifetime cancers (N=1491)
 were:

1. Breast (47.6%)

2. Prostate (9.8%)

3. Colorectal (5.8%)

4. Lung (5.4%)

5. Melanoma (5.3%)

The top five most recently diagnosed cancers reported (N=1488)
 were:

1. Breast (45.6%)

2. Prostate (8.0%)

3. Colorectal (5.0%)

4. Lung (4.5%)

5. Multiple site diagnosis (4.5%)

The top lifetime and most recent cancers reported reflect the four most prevalent cancer types found in Connecticut.  Breast cancer was the most common cancer reported among participants, which correlates with the high participation rate among women in the needs assessment.  This may be due to higher awareness and advocacy around breast cancer compared to other cancer types, high rate of survival relative to other cancers, as well as general greater participation of women in health surveys.


In terms of survivorship, the mean number of years since the year of diagnosis of the first cancer was 7.4 years (standard deviation=8.1 years, range=0-60 years).   As illustrated in the textbox, the sample had similar proportions of those surviving less than 2 years, 2-4 years, 5-10 years, and greater than 10 years.

The distribution of participants with respect to time since diagnosis of last cancer was roughly equal with 30.3% of participants experiencing the most recent cancer within the last year, 35.8% within >1 year but <=5 years, and 33.9% more than 5 years ago (refer to Figure #4).

Figure #4: Time since last Cancer Diagnosis
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A large portion of participants reported receiving treatment for the most recent cancer diagnosis (97.1%).  

Participants were asked to list all the treatments that they have had or are having.  Results from the 1,486 participants who answered are captured below in Table #4.

Table #4: Lifetime treatments in % (N)

	Treatment Type
	% (N)

	Surgery
	75.4 (1121)

	Chemotherapy
	53.8 (800)

	Radiation therapy
	55.0 (818)

	Hormonal therapy
	28.5 (423)

	Complementary therapy*
	12.9 (191)

	Biological therapy
	7.3 (108)

	Bone marrow/peripheral blood cell transplant
	1.7 (25)

	No treatment
	1.7 (25)

	Other**
	1.2 (19)


*Complementary therapy examples include homeopathy, naturopathy, acupuncture, acupressure, chiropacty, dietary supplements.

**Examples of other (when specified) can include Bisphosphonate therapy, PUVA/PUVA Oxsoralen.

More women (81.2%) than men (64.1%) reported that they were cancer free at the time of survey completion (
[image: image6.wmf]2
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=43.6, d.f.=1, p<0.001), with 2.7% of the participants not knowing or not being sure.

Number of Primary Cancers & Likely Site of Most Recent Primary Cancer

Survivors were asked several questions regarding dates of diagnoses and types of cancer.  Following a review of the data it became clear that some participants may not have fully understood the distinction between primary, metastasis, recurrence and multiple primaries.  Thus, a posteriori, in collaboration with consulting cancer experts, rules were created to estimate the actual number of cancers (one primary or multiple primaries) experienced by the participant based on what he/she reported
.  Those who had experienced one type of cancer were further sub-divided into the following three sub-groups as a proxy for severity:

· Group #1: One type of cancer experienced only once

· Group #2: One type of cancer experienced with recurrence

· Group #3: One type of cancer experienced with metastasis

The above sub-groups were identified based on the participant’s reporting of the cancer experience and the established rules
.  The three groups were created based on the belief that needs may differ between the three sub-groups, as well as between the sub-groups and those who have experienced multiple primaries (more than one type of cancer).  Based on this, the participants were reclassified in the following manner:

	One type of CA – Once N (%)
	One type of CA – Recurrence N (%)
	One type of CA – Metastasis N (%)
	Two or More CA Types N (%)

	1147 (77.4%)
	92 (6.2%)
	38 (2.6%)
	205 (13.8%)


A new variable, likely site of most recent primary cancer
 (also called, site of recent primary), was also created through the use of these rules by differentiating between metastasis/spread, recurrence and multiple primaries.  Focusing on the most common cancers in Connecticut, among participants for whom the likely site of most recent primary could be determined, breast cancer was found to be the site of recent primary (49.1%), followed by prostate cancer (8.9%), colorectal cancer (4.9%) and lung cancer (4.5%) (refer to Figure #5).

Additional characteristics of the sample by gender and cancer profile may be found in Table #5.  There were no differences between men and women with respect to the spread of cancer (recurrence or a metastasis, or one or more types) or time since last diagnosis.   As for types of cancer, they fell in the expected gender categories.

Table #5: Cancer-Related Characteristics of the Sample

	
	Male (%)
	Female (%)
	  Total (%)

	Spread of cancer
	349 (23.55)
	1133 (76.45)
	1482 (100.0)

	    One type and only once
	263 (75.36)
	  884 (78.02)
	1147 (77.40)

	    One type and recurrence
	  18   (5.16)
	    74   (6.53)
	    92   (6.21)

	    Metastasis
	    8   (2.29)
	    30   (2.65)
	    38   (2.56)

	    Two or more types
	  60 (17.19)
	  145 (12.80)
	  205 (13.83)

	Time since last diagnosis
	342 (23.44)
	1117 (76.56)
	1459 (100.0)

	    <=1 year
	116 (33.92)
	  327 (29.27)
	  443 (30.36)

	    >1 year but <=5 years
	123 (35.96)
	  400 (35.81)
	  523 (35.85)

	    >5 years
	103 (30.12)
	  390 (34.91)
	  493 (33.79)

	Cancer types
	355 (23.59)
	1150 (76.41)
	1505 (100.0)

	    Breast
	    5   (1.41)
	  698 (60.70)
	  703 (46.71) 

	    Colorectal
	  28   (7.89)
	    43   (3.74)
	     71   (4.72)

	    Prostate
	125 (35.21)
	      0
	   125   (8.31)

	    All the others
	197 (55.49)
	  409 (35.57)
	   606 (40.27)


Figure #5: Site of Recent Primary Cancer
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Among 1,429
 participants, colorectal and lung cancers were significantly more likely to be sites of recent primaries for men (8.5% and 7.0%, respectively) compared to women (3.9% and 3.6%, respectively)( 
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=11.2, d.f.=1, p<.001 colorectal cancer; 
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=6.7, d.f.=1, p<.001 lung cancer).  Breast cancer was a site of recent primary among 1.5% of men and 63.5% of women.  Prostate cancer was found to be the site of recent primary in 37.8% of men.

An examination of most recent primary by age revealed that both colorectal and prostate cancers increased significantly with age (Cochran-Amitage trend test, Z=-2.4 and 2-sided, p<0.016, colorectal; Z=-8.1, 2-sided p<.001, prostate cancer).  For women, the percentages of having breast cancer as the site of recent primary were 61.4% in the age group <=50 years (group I), 69.9% in the age group 51-60 years (groups II), 63.4% in the age group 61-70 years (group III) and 56.1% in the age group >=71 years (group IV) (refer to Figure #6).  The difference was significant between the age group II and III (
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=6.8, d.f.=1, p<.001) and between group II and IV (
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=29.7, d.f.=1, p<0.001), but not statistically significant between the age group I and II (
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=1.4, d.f.=1, p=0.240).

Figure #6: Site of Recent Primary Cancer by Age Group
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An examination of recent primary site by race/ethnicity revealed few significant differences (refer to Figure #7).  The site of recent primary was not significantly different between Whites and non-Whites (
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=1.9, d.f.=4, p=0.750).  Based on the review of the distribution of specific cancers by race, some a posteriori comparisons were made.  Breast cancer, as the most recent primary site, was found to be higher among participants of mixed race (81.8%) compared to other groups (
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=4.80, d.f.=1, p=0.028). However, the sample size of this group makes us wary about drawing any firm conclusions.

Figure #7: Site of Recent Primary Cancer by Race/Ethnicity
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Prostate cancer as the site of recent primary was found not to be significant (p< 0.226) between Asian/Pacific Islander (16.7%, N=18) and other racial/ethnic groups (8.6%, N=1411).  Other specific cancers could not be compared due to small samples of these subgroups.  Since lung cancer is often a metastatic site, the number of participants who experienced it as the most recent primary was very low (4.5%, N=65)(
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=1.47, d.f.=1, p=0.226).  This, coupled with the fact that a vast majority of participants in the needs assessment were White, makes it difficult to make any further conclusions about racial/ethnic differences in lung cancer.  Similarly, the results are inconclusive regarding colorectal cancer due to the low representation of ethnic and racial minorities in the needs assessment.

Sources of Information

Participants were asked from where they had received information about their cancer following the most recent diagnosis (responses are not mutually exclusive).  The vast majority cited medical sources (96.9%) as the primary place for information regarding the most recent cancer, followed by non-medical sources (56.6%).  Participants cited examples such as primary care providers, oncologists, nurses, hospitals, and cancer centers under the medical sources.  Examples of the non-medical sources included other cancer survivors, cancer support groups, Internet, family & friends, and cancer organizations.

Participants were additionally asked about the three sources of information that they found to be the most helpful with their recent cancer diagnosis.  The following sources were listed:

1. Doctors - 38.4%

2. Internet/books/media - 18.7%

3. Hospital support staff (nurses, PAs, technicians) – 12.1%

4. Family and Friends – 11.4%

5. Support groups – 7.3%

6. Cancer survivors – 5.1%

7. Cancer organizations – 3.3%

8. Hospitals/clinics/cancer centers – 1.8%

9. Complementary therapy – 0.6%

10. Social worker/patient navigator/cancer care coordinator – 0.6%

11. God – 0.3%

12. Other (psychologists, genetic counselor, research coordinators) – 0.3%

13. Telephone info line – 0.1%

14. Community events and organizations – 0.1%

Needs of Cancer Survivors

Participants’ needs were captured using a validated instrument, the Supportive Care Needs Survey short-form (SCNS-SF34) with additional questions added (i.e., creating an enhanced version).  The SCNS-SF34 was designed to address perceived psychological, health system and information, physical and daily living, patient care and support, and sexuality needs of people diagnosed with cancer.  The core version includes 59 items (long-form) and additional versions have been created over time (short-forms with 31 and 34 items).  The SCNS was developed by Allison Boyes and others from the University of Newcastle and the Cancer Council of New South Wales Australia
.  The survey addresses needs mapped across six domains: psychological, health system, physical & daily living, patient care & support, sexuality and additional areas.  To adapt it to the local context, ten items were added to the SCNS-SF34 through guidance from the cancer experts that served as project consultants.  Of these ten items, six were taken from the SCNS-LF59 and included the following domains: physical & daily living, patient care and support and health systems.  The remaining four items were new questions that explored needs related to spirituality/religion, nutrition and exercise.  Values were imputed for surveys that had <=50% of the information missing within each domain.  Missing values for the needs were imputed within each domain (using the Markov Chain Monte Carlo method - and the imputed value was determined by the average of imputation for 5 times).
The needs for each domain were categorized into five levels: not applicable, satisfied, low need, moderate need and high need.  These five responses were scored from 1 (no need – not applicable) to 5 (some need – high need).  In the analysis, the raw scores were standardized, taking the number of items in each domain into account.  If m is the number of questions in the domain and k is the maximum value for each item (in this study k=5), the standardized score for each domain is obtained by calculating (total raw score–m)*100/(m*(k-1)), so the score range for each domain will be from 0 to 100.  For example, if someone has a raw score 38 for a scale containing 10 items with a 0-5 score each item, then the standardized score for this observation will be (38 – 10)*100/(10*(5-1))=70.  In general, the higher the score on the domain, the higher the perceived need is for support in the domain.

Needs of Cancer Survivors (Overall)

The results of the SCNS-SF34-enhanced (Table#6), suggest that the overall needs of cancer survivors in Connecticut are high, relative to the needs of cancer survivors in the original New South Wales sample of cancer survivors that the instrument was standardized on.  The major difference between the two samples is that the cancer survivor group in New South Wales was more homogeneous with respect to years of survivorship falling between five to six years post-diagnosis, in contrast with Connecticut where the mean was 7.4 years post-diagnosis (standard deviation=5.0 years) (refer to Appendix #7 for additional information on standardized scores).
Table #6: Standardized Scores Summary Data by Domain

	Domain
	Number
	Mean (standardized Australian)
	Mean

CT sample
	SD
	Median

	Psychological (11)
	1339
	16.9
	31.13
	27.19
	25.00

	Health information and system (13)
	1315
	13.6
	23.88
	23.13
	23.08

	Physical and daily living (5)
	1335
	19.0
	27.61
	28.35
	20.00

	Patient and care support (6)
	1335
	  9.8
	21.00
	22.32
	16.67

	Sexuality (3)
	1316
	16.0
	24.57
	28.90
	16.67

	Additional items (6)
	1310
	
	22.38
	22.54
	20.83

	Overall (44)
	1255
	
	25.32
	21.47
	22.16


Needs by Gender

Overall need was found to be statistically greater among women (average score 26.3, N=948) than men (average score 22.0, N=297) (p=.002) (refer to Figure #8).  Women reported statistically significant higher levels of need compared to men in each domain with the exception of the sexuality domain.  Men were found to have higher needs on the sexuality domain (average score 27.1, N=304) compared to women (average score 23.8, N=1002), however, this was not statistically significant (p=.080).  The average scores for domains by gender and the statistical comparison results are captured in Table #7.

Figure #8: Domain Specific & Overall Needs by Gender
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Table #7: Domain Specific & Overall Needs by Gender in average score (N), and the t-test comparing the means between males and females

	
	Gender
	

	Domain (Needs)
	Men
	Women
	Total
	Statistical Comparison

	Psychological
	27.3 (309)
	32.3 (1019)
	31.1 (1328)*
	t=-2.83, d.f.=1326, p=.005

	Health System
	20.3 (307)
	25.0 (998)
	23.8 (1305)*
	t=-3.25, d.f.=566§, p=.001

	Physical & Daily Living
	21.6 (309)
	29.5 (1015)
	27.6 (1324)*
	t=-4.31, d.f.=1322, p<.001

	Patient Care & Support
	18.2 (308)
	21.8 (1016)
	21.0 (1324)*
	t=-2.46, d.f=1322, p=.014

	Sexuality
	27.1 (304)
	23.8 (1002)
	24.5 (1306)
	t=1.75, d.f.=1304, p=.080

	Additional
	19.0 (307)
	23.4 (993)
	22.4 (1300)*
	t=-3.16, d.f.=565§, p=.002

	Overall
	22.0 (297)
	26.3 (948)
	25.3 (1245)*
	t=-3.06, d.f.=1243, p=.002


* Significant difference across groups using t-test.

§ Groups had unequal variance.
Needs by Age Group

Across all age groups (<=50, 51-60, 61-70, >=71) needs associated with the psychological domain were the highest (refer to Figure #9 & Table #8).  Across the domains, those in the <=50 age group had higher needs in each domain compared to the other age groups (only the differences from the age group 51-60 years with regard to the health information and system, the patient care & support and additional 

item needs were not statistically significant); those in the >=71 having lowest needs associated with each domain (only the differences from the age group 61-70 years with regard to the physical & daily living and the patient care & support needs were not statistically significant)
.

While needs associated with physical and daily living were the second highest for each age group; the groups differed on their level of needs associated with the remaining domains.  Needs related to the sexuality domain were higher among the <=50 years (average score 33.2, N=281) and 51-60 years age groups (average score 28.1, N=400), compared to the 61-70 and >=71 years age groups, whose needs in the health system domain superseded their needs related to the sexuality domain.  Needs associated with those in the additional domain and those associated with the patient care & support domain were ranked the same in the hierarchy of needs among each domain across the age groups, with the needs associated with the additional domain being higher than those associated with the patient care & support domain.

An additional analysis was done to explore the needs of women who were <=50 years of age to those who were greater than 50 years of age.  Younger women (<=50 years) were significantly more likely than other women to have higher needs across all domains explored (p<.001).

Table #8: Domain Specific & Overall Needs by Age Group in average score (N)

	
	Age Groups

	Domain

(Needs)
	<=50 years
	51-60 years
	61-70 years
	>=71 years
	Total 

	Psychological
	38.7 (286)a
	33.8 (409)a
	28.2 (362)a
	23.6 (276)a
	31.2 (1333)*

	Health System
	28.0 (282)3,4
	25.3 (404)4
	22.7 (350)1
	19.2 (275)1,2
	23.9 (1311)*

	Physical & Daily Living
	34.9 (285)a
	30.3 (406)a
	24.3 (361)1,2
	21.0 (277)1,2
	27.7 (1329)*

	Patient Care & Support
	25.5 (283)a
	22.2 (408)1,4
	19.7 (358)1
	16.6 (280)1,2
	21.0 (1329)*

	Sexuality
	33.3 (281)a
	28.1 (400)a
	21.2 (355)a
	15.1 (275)a
	24.6 (1311)*

	Additional
	27.6 (282)3,4
	24.3 (404)3,4
	20.2 (348)1,2
	16.9 (271)1,2
	22.4 (1305)*

	Overall
	30.9 (276)a
	27.1 (392)a
	23.2 (340)a
	19.4 (243)a
	25.4 (1251)*


* Significant difference across groups using non-parametric test.

a Mean is significantly different from all the other groups.

1 Mean is significantly different from the group of age <=50 years.

2 Mean is significantly different from the group of age 51-60 years.

3 Mean is significantly different from the group of age 61-70 years.

4 Mean is significantly different from the group of age >=71 years.

Figure #9: Domain Specific & Overall Needs by Age Group
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Needs by Racial & Ethnic Groups

Participants who were Hispanic/Latino reported the highest needs across the domains, followed by African American/Black participants and White (non-Hispanic) participants (refer to Figure #10).  Needs associated with the psychological (average score 49.0, N=61) and the physical & daily living (average score 46, N=59) domains were found to be the highest among the Hispanic/Latino group.  Needs associated with these two domains were also reported to be the highest among African American/Black and White (non-Hispanic) participants (refer to Table #9).  African American/Black and White (non-Hispanic) participants had comparable needs in the sexuality domain (t=0.23, d.f.=1213, p=.822).

Figure #10: Domain Specific & Overall Needs by Racial & Ethnic Groups
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Due to their small sample sizes, Asian or Pacific Islander, Native American and Mixed (2 or more races) participants were not included in the above analysis.  However, among Asian or Pacific Islander participants, the highest reported needs were those that were associated with the sexuality domain with an average score of 48.3 (N=19).  Both Native American (average score 34.1, N=7) and mixed race (average score 58.5, N=11) participants reported needs associated with the psychological domain as their highest needs.

Table #9: Overall Needs by Racial and Ethnic Groups in average score (N)

	
	Racial and Ethnic Groups§

	Domain (Needs)
	White

(non-Hispanic)
	African American/ Black
	Hispanic/

Latino
	Asian or Pacific Islander
	Native American
	Mixed
	Total N

	Psychological
	29.5 (1164)3
	33.7 (70)3
	49.0 (61)1,2
	47.9 (19)
	34.1 (7)
	58.5 (11)
	31.1 (1332¶)*

	Health System
	22.3 (1144)2,3
	31.0 (70)1
	37.2 (59)1
	43.9 (18)
	31.7 (6)
	42.5 (11)
	23.9 (1308)*

	Physical & Daily Living
	25.7 (1164)2,3
	32.7 (69)1,3
	46.0 (60)1,2
	42.6 (19)
	33.0 (5)
	73.2 (11)
	27.6 (1328)*

	Patient Care & Support
	19.4 (1162)2,3
	27.3 (70)1,3
	35.2 (59)1,2
	40.4 (19)
	23.8 (7)
	39.8 (11)
	21.0 (1328)*

	Sexuality
	23.8 (1148)3
	23.1 (67)
	32.5 (57)1
	48.3 (19)
	20.2 (7)
	38.6 (11)
	24.6 (1309)

	Additional 
	20.4 (1141)2,3
	31.4 (70)1,3
	40.2 (58)1,2
	43.3 (18) 
	27.1 (6)
	43.8 (10)
	22.4 (1303)*

	Overall
	23.8 (1096)2,3
	30.1 (67)1,3
	40.5 (53)1,2
	44.1 (18)
	31.7 (5)
	50.7 (10)
	25.4 (1249)*


§ Comparison and non-parametric test across groups are performed excluding Asian or Pacific Islander, Native American and mixed/other groups due to the small sample size.

¶ The average scores (N) were calculated for the overall population (6 groups).

* Significant difference across groups using non-parametric test, only across White (non-Hispanic), African American/Black and Hispanic/Latino.

1 Mean is significantly different from the group of White (non-Hispanics).

2 Mean is significantly different from the group of African American/Black.

3 Mean is significantly different from the group of Hispanic/Latino.

Needs by Health Insurance Coverage

Participants with public health insurance coverage (e.g., Medicaid, Medicare) had the highest overall needs (average score 29.5, N=202) compared to those with private health insurance coverage (average score 27.0, N=109), job-related/job-related and supplemental coverage (average score 24.6, N=616) and those with public and private (e.g., Medicare and supplement) coverage (average score 22.3, N=272) (refer to Figure #11).  However, the differences across these groups were not statistically significant for the overall needs.

Figure #11: Domain Specific & Overall Needs by Health Insurance Coverage
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Across the groups, the highest reported needs were associated with the psychological and physical & daily needs (refer to Table #10).  Needs associated with the sexuality domain were reported the most (does not include the not covered and unspecified coverage) by those who had job-related/job-related and supplemental coverage (average score 27.5, N=631), and it was significantly different (t=4.31, d.f.=931, p<0.001) from the groups of people who were covered by public and private insurance at the same time (average score 18.8, N=302).
Table #10: Overall Needs by Health Insurance Coverage in average score (N)

	
	Health Insurance Coverage Types§

	Domain (Needs)
	Not Covered
	Public
	Public & Private
	Private Only
	Job Related/ Job+
	Other
	Total 

	Psychological
	23.4 (19)
	35.1 (225)3
	27.3 (302)2,5
	32.1 (112)
	31.0 (639)3
	45.5 (5)
	30.9 (1302¶)*

	Health System
	20.6 (19)
	28.3 (222)3,5
	21.7 (296)2
	25.3 (111)
	22.7 (627)2
	31.2 (5)
	23.7 (1280)*

	Physical & Daily Living
	22.1 (19)
	33.8 (222)3,5
	23.0 (303)2,4
	32.2 (113)3
	26.7 (636)2
	34 (5)
	27.5 (1298)*

	Patient Care & Support
	20.0 (19)
	24.8 (224)3,5
	18.8 (304)2
	22.7 (112)
	20.0 (635)2
	32.5 (5)
	20.8 (1299)*

	Sexuality
	15.8 (19)
	24.8 (213)3
	18.8 (302)2,5
	23.4 (111)
	27.5 (631)3
	36.7 (5)
	24.5 (1281)*

	Additional 
	19.7 (19)
	28.2 (220)3,5
	19.0 (294)2,4
	25.8 (110)3,5
	20.8 (627)2,4
	38.3 (5)
	22.2 (1275)*

	Overall
	21.0 (19)
	29.5 (202)3,5
	22.3 (272)2
	27.0 (109)
	24.6 (616)2
	35.6 (5)
	25.1 (1223)*


§ Comparison and non-parametric test across groups are performed excluding people not covered by any health insurance and people covered by other types of health insurance due to their small sample size.
¶ The average scores (N) were calculated for the overall population (6 groups).

* Significant difference across groups using non-parametric test, only across White (non-Hispanic), African American/Black and Hispanic/Latino.

2 Mean is significantly different from the group covered by the public insurance.

3 Mean is significantly different from the group covered by both the public and the private insurance.

4 Mean is significantly different from the group covered by the private insurance only.

5 Mean is significantly different from the group covered by job-related or job-related and supplemental insurance.

Those who reported no coverage or an unspecified coverage were not included above due to their small sample sizes.  However, among those who reported having no coverage, needs associated with the psychological domain (average score 23.4, N=19) were the highest followed by those associated with the physical & daily living domain (average score 22.1, N=19).  And among those participants who did not specify their coverage, needs associated with the psychological domain (average score 45.5, N=5) and the needs associated with the additional domain (average score 38.3, N=5) were identified to be the highest.

Needs by Number of Cancer Types

As described previously, each participant was categorized into the following groups:

· Group I - Experienced one type of cancer only once

· Group II - Experienced one type of cancer with recurrence

· Group III - Experienced one type of cancer with metastasis

· Group IV – Experienced two or more types of cancer

Participants who had experienced one type of cancer with metastasis (Group III) were found to have the highest overall needs (average score 37.1, N=27), compared to the other groups, including those with one cancer only once (average score 24.5, N=970, t=-3.0, d.f.=995, p=.003), two or more cancers (average score 27.4, N=162, t=2.1, d.f.=187, p=.034) and one cancer with recurrence (average score 27.1, N=78, t=-1.98, d.f.=103, p=.050).  Additionally, needs associated with the physical & daily living domain were the highest for Group III (one cancer type with metastasis) with an average score of 47.6 (N=35), followed by psychological needs (average score 43.2, N=33), health system needs (average score 38.2, N=31), additional needs (average score 35.1, N=31), patient care & support needs (average score 32.7, N=33), and sexuality needs (average score 23.9, N=30) (refer to Figure #12).

Figure #12: Domain Specific & Overall Needs by Number of Cancer Types
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Table # 11: Domain Specific & Overall Needs by Number of Cancer Types in average score (N)

	
	Number of Cancer Types

	Domain (Needs)
	Group I
	Group II
	Group III
	Group IV
	Total 

	Psychological
	30.3 (1025)3
	33.7 (84)
	43.2 (33)1,4
	31.7 (175)3
	31.1 (1317)*

	Health System
	22.9 (1010)3
	25.9 (82)3
	38.2 (31)a
	26.0 (172)3
	23.9 (1295)*

	Physical & Daily Living
	26.1 (1021)3,4
	31.2 (83)3
	47.6 (35)a
	31.4 (174)1,3
	27.7 (1313)*

	Patient Care & Support
	20.1 (1023)3,4
	21.3 (84)3
	32.7 (33)1,2
	24.5 (174)1
	21.0 (1314)*

	Sexuality
	24.4 (1012)
	23.9 (82)
	23.9 (30)
	25.6 (172)
	24.5 (1296)

	Additional
	21.5 (1006)3
	23.5 (81)3
	35.1 (31)a
	24.5 (172)3
	22.3 (1290)*

	Overall
	24.5 (970)3
	27.1 (78)3
	37.1 (27)a
	27.4 (162)3
	25.3 (1237)*


* Significant difference across groups using non-parametric test.

a Mean is significantly different from all the other groups.

1 Mean is significantly different from the group I (one type of cancer only once).

2 Mean is significantly different from the group II (one type of cancer with recurrence).

3 Mean is significantly different from the group III (one type of cancer with metastasis).

4 Mean is significantly different from the group IV (two or more types of cancer).

Participants who had experienced one type of cancer only once, had the lowest overall needs across each domain with an average score of 24.5 (N=970), with the exception of the sexuality needs domain where this group experienced the second highest need (average score 24.4, N=1012) ( refer to Table #11). Significant differences were observed between Group I (one type of cancer only once) and Group IV (two or more types of cancer) for the physical & daily living needs and the patient care & support needs (t=-2.3, d.f.=1193, p=.021 and t=-2.4, d.f.=1195, p=.015 respectively). Needs reported by participants who had one cancer with recurrence were comparable to those reported by participants with two or more cancers across all domains.

Needs by Time Since Most Recent Diagnosis

Based on the cancer experience shared by participants’, a time since the most recent diagnosis was calculated for each (2009-year of most recent diagnosis):

· Group I - The most recent cancer diagnosis happened within one year

· Group II - The most recent cancer diagnosis happened more than one year but no more than five years ago

· Group III - The most recent cancer diagnosis happened more than five years ago

Participants who had a cancer diagnosis within the last year reported higher needs for all six domains, compared to those whose most recent cancer diagnosis was more than one year, but no more than five years ago (significant differences occurred across all domains and the overall needs except for the sexuality domain and the additional items domain), as well as those whose last cancer diagnosis was more than five years ago (p<0.001 for all domains and the overall needs) – refer to Figure #13.  Table #12 presents the various statistical comparisons between Groups I and II, III.

An additional analysis explored needs among those whose most recent diagnosis was within the last year and who had one type of cancer with metastasis, and as expected, the needs of this group compared to those with more than one year since their most recent diagnosis and cancer without metastasis were significantly greater in health system, physical & daily living, additional and overall domains.  Additionally, a regression analysis confirmed that as the number of years increased from the time since recent diagnosis, the level of needs decreased (p<.0001) (see Appendix #10 for statistical results).

Table #12: Statistical Comparisons by Domain & Time Since Recent Dx
	Domain
	Group I vs II
	Group 1 vs III

	Psychological
	t=3.6, d.f.=887, p<.001
	t=7.2, d.f.=823, p<.001

	Health System
	t=2.7, d.f.=884, p<.008
	t=5.8, d.f.=795, p<.001

	Physical & Daily Living
	t=3.6, d.f.=884, p<.001
	t=8.0, d.f.=819, p<.001

	Patient Care & Support
	t=3.3, d.f.=885, p<.001
	t=5.6, d.f.=818, p<.001

	Sexuality
	
	t=3.9, d.f.=805, p<.001

	Additional
	
	t=5.4, d.f.=793, p<.001

	Overall
	t=3.0, d.f.=845, p=.002
	t=6.8, d.f.=758, p<.001


Figure #13: Domain Specific & Overall Needs by Time since Most Recent Cancer Diagnosis
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Across domains, psychological needs were reported as the highest among all three groups (refer to Table #13).  The average score was 37.74 for people in Group I (N=411), 31.15 people in Group II (N=478), and 24.30 those in Group III (N=414); their means were significantly different between each other (Group I vs II, t=3.65, d.f.=887, p<.001; Group I vs III, t=7.2, d.f.=823, p<.001; Group II vs III, t=3.9, d.f.=890, p<.001).  The second highest needs were reported in the physical & daily living domain both by people in Group I (average score 34.81, N=411) and by those in Group II (average score 27.97, N=477).  Needs associated with the sexuality domain were found to be the second highest for those in Group III (average score 26.3, N=475).

Table # 13: Domain Specific & Overall Needs by Time since Most Recent Diagnosis in average score (N)

	
	Time since the most recent cancer diagnosis

	Domain (Needs)
	<=1 year
	>1, <=5 years
	>5 years
	Total 

	Psychological
	37.7 (411)a
	31.2 (478)a
	24.3 (414)a
	31.1 (1303)*

	Health System
	28.2 (403)a
	24.1 (483)a
	18.9 (395)a
	23.8 (1281)*

	Physical & Daily Living 
	34.8 (411)a
	28.0 (477)a
	19.7 (410)a
	27.5 (1298)*

	Patient & Care Support
	25.6 (407)a
	20.7 (480)a
	17.0 (413)a
	21.0 (1300)*

	Sexuality
	27.5 (398)3
	26.3 (475)3
	19.9 (409)a
	24.7 (1281)*

	Additional 
	25.8 (402)3
	23.1 (482)3
	17.3 (393)a
	22.2 (1277)*

	Overall
	30.1 (382)a
	25.7 (265)a
	19.7 (378)a
	25.2 (1225)*


* Significant difference across groups using non-parametric test.

a Mean is significantly different from all the other groups.

3 Mean is significantly different from the group III (people whose most recent cancer diagnosis happened more than five years ago).

Needs by the Likely Site of the Most Recent Primary Cancer
Based on the cancer experience shared by participants’, each participant was re-categorized into one of the five groups of site of recent primary cancer:

· Group I - Breast site of recent primary cancer

· Group II - Lung site of recent primary cancer

· Group III - Colorectal site of recent primary cancer

· Group IV - Prostate site of recent primary cancer

· Group V - All the other sites as the sites of recent primary cancer

Participants with lung as the likely site of recent primary cancer had the highest needs in the psychological domain (average score 40.72, N=59; significant difference from Groups I, IV and V
), health system domain (average score 27.64, N=59; significant difference from Group IV), physical & daily living domain (average score 34.26, N=61; significant difference from Group IV), the additional needs domain (average score 23.64, N=58; differences were not statistically significant comparing with other groups), as well as for the overall needs (average score 29.90, N=55; significant difference from Group IV), compared to those with breast, colorectal, prostate and all the other sites as their site of recent primary cancer (refer to Figure #14).
Those with prostate as the likely site of recent primary cancer had the lowest needs in the psychological domain (average score 22.38, N=111; significant difference from all the other groups), health system domain (average score 18.77, N=109; significant difference from Group II), physical & daily living needs (average score 13.77, N=110; significant difference from Group II), patient care & support needs (average score 16.33, N=111; differences were not statistically significant comparing other groups), as well as the overall needs (average score 18.98, N=105; significant difference from Group II).  Different from other domains, those in Group IV (prostate) had the highest needs associated with the sexuality domain (average score 30.40, N=108) though the difference was not statistically significant compared with other groups.  Participants with breast, colorectal and other cancers as the likely site of recent primary cancer were comparable with all domains (insignificant difference between any of these three groups for all the domains) – refer to Table #14.

Figure #14: Domain Specific & Overall Needs by Site of Recent Primary Cancer
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Table # 14: Domain Specific & Overall Needs by Site for Recent CA in average score (N)

	
	Likely Site of Most Recent Primary CA

	Domain (Needs)
	Breast
	Lung
	Colorectal
	Prostate
	Others
	Total 

	Psychological
	30.3 (639)2,4
	40.7 (59)1,4,5
	32.5 (57)4
	22.4 (111)a
	32.5 (410)2,4
	30.9 (1276)*

	Health System
	23.8 (625)4
	27.6 (59)4
	21.4 (55)
	18.8 (109)1,2,5
	24.4 (406)4
	23.6 (1254)

	Physical & Daily Living
	28.3 (634)4
	34.3 (61)4
	30.0 (57)4
	13.8 (110)a
	27.7 (410)4
	27.2 (1272)*

	Patient & Care Support
	20.7 (636)
	20.8 (60)
	20.8 (56)
	16.3 (111)5
	22.3 (410)4
	20.9 (1273)

	Sexuality
	25.1 (628)
	23.7 (58)
	23.8 (56)
	30.4 (108)5
	22.5 (405)4
	24.6 (1255)

	Additional
	22.4 (625)4
	23.7 (58)
	22.9 (54)
	17.8 (111)1
	22.5 (402)
	22.1 (1250)

	Overall
	25.4 (596)4
	29.9 (55)4
	24.8 (53)
	19.0 (105)1,2,5
	25.5 (390)4
	25.1 (1199)*


* Significant difference across groups using non-parametric test.

a Mean is significantly different from all the other groups.

1 Mean is significantly different from the group I (breast as the likely site of the most recent primary cancer).

2 Mean is significantly different from the group II (lung as the likely site of the most recent primary cancer).

4 Mean is significantly different from the group IV (prostate as the likely site of the most recent primary cancer).

5 Mean is significantly different from the group V (other sites as the likely site of the most recent primary cancer).

Needs By Current Cancer Status (Cancer Free or Not) 
Participants who were not cancer free at the time of survey completion reported much higher needs for all of the domains, as well as the overall needs, compared to participants who were cancer free (significant difference between them for all domains and the overall needs except for the needs associated with the sexuality domain, refer to text box for summary of statistical comparisons) or those who did not know

	Domain
	Statistical Tests Need By Cancer Status

	Psychological
	t=8.2, d.f.=1276, p<.001

	Health System
	t=5.9, d.f.=1254, p<.001

	Physical & Daily Living
	t=8.2, d.f.=392,   p<.001

	Patient Care & Support
	t=5.9, d.f.=378,   p<.001

	Sexuality
	t=3.0, d.f.=1257, p<.002

	Additional
	t=6.4, d.f.=1248, p<.001

	Overall
	t=7.1, d.f.=1203, p<.001


their status (significant difference between them in the needs associated with psychological, the physical & daily living, the patient care & support and the overall needs; t=2.1, d.f.=296, p=.033 and t=2.0, d.f.=291, p=.050, respectively) – refer to Figure #15, Table #15.  Compared to people who did not know their cancer status those participants who were cancer free at the time of survey completion reported lower needs across all the domains, but the difference between these two groups was not statistically significant, which may be partly due to the unbalanced sample size for these two groups.

Figure #15: Domain Specific & Overall Needs by Cancer Status
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Table # 15: Domain Specific & Overall Needs by Current Status in average score (N)

	
	Cancer Status – Cancer Free or Not

	Domain (Needs)
	Yes
	No
	Don’t know
	Total

	Psychological
	28.0 (1009)N
	43.0 (269)a
	31.3 (29)N
	31.1 (1307)*

	Health System
	22.0 (990)N
	31.4 (266)Y
	25.4 (28)
	24.0 (1284)*

	Physical & Daily Living
	24.0 (1005)N
	40.5 (269)Y
	30.9 (29)
	27.6 (1303)*

	Patient & Care Support
	19.1 (1009)N
	28.9 (266)a
	19.3 (27)N
	21.1 (1302)*

	Sexuality
	23.4 (999)N
	29.5 (260)Y
	23.7 (25)
	24.6 (1284)*

	Additional
	20.3 (986)N
	30.3 (264)Y
	24.0 (29)
	22.4 (1279)*

	Overall
	23.1 (954)N
	33.8 (251)Y
	25.0 (22)
	25.3 (1227)*


* Significant difference across groups using non-parametric test.

a Mean is significantly different from all the other groups.

Y Mean is significantly different from the group of people who were cancer-free at the present time.

N Mean is significantly different from the group of people who were not cancer-free at the present time.

Gaps & Barriers

Eighteen items (areas) were used to measure gaps and barriers experienced by participants in the last month.  Of the participants (N=1194) who responded to all items related to gaps and barriers, 42.3% stated that they hadn’t experienced any problems in the last month.  Approximately, 3% of the participants had faced some problem with at least half of the items related to gaps and barriers.  On average, about 1300 (85.8%) participants responded to each item.  The reported top five gaps and barriers were (1) weight gain/loss (35.4%), (2) difficulty with memory/recall (32.4%), (3) paying for care and/or treatment (15.3%), (4) communication (14.3%), (5) not being told about available services (12.0%) – refer to Table #16.

Table #16: Gaps and Barriers Overall

	Problem Areas
	N
	%
	Total N

	Transportation
	138
	10.53
	1311

	Obtaining medications
	107
	8.29
	1291

	Communication
	186
	14.27
	1303

	Obtaining medical records
	124
	9.53
	1301

	Language translation
	28
	2.15
	1303

	Written materials in native language
	31
	2.4
	1289

	Locating medical records
	85
	6.54
	1299

	Child care/elder care
	61
	4.71
	1294

	Pay for care/treatment
	200
	15.34
	1304

	Complete excessive paperwork to receive services
	134
	10.3
	1301

	Lack of respect or equal treatment
	61
	4.67
	1306

	Not told about available services
	154
	12.01
	1282

	Services inaccessible (e.g., too far)
	80
	6.15
	1301

	Compliance of treatment/other options with religious/personal belief
	28
	2.16
	1297

	Weight gain/loss
	460
	35.36
	1301

	Follow-up care
	129
	9.95
	1296

	Memory/Recall
	422
	32.41
	1302

	Needs of caregivers/family not met
	127
	9.86
	1288


By Gender

Overall women reported experiencing more gaps and barriers in the last month compared to men (refer to Table #17).  However, the observed differences between men and women were found to be statistically significant only for the following items/areas:

· Child/elder care

· Lack of respect or equal treatment

· Weight gain/loss

· Memory/recall

A graph mapping gaps and barriers by gender is attached in Appendix #11.

Table #17: Gaps and Barriers by Gender in % (N)

	Problem Areas
	Men
	Women
	p-value

	Transportation
	8.2(304)
	11.2(997)
	.135

	Obtaining medications
	7.6(303)
	8.5(978)
	.621

	Communication
	17.5(309)
	13.2(984)
	.061

	Obtaining medical records
	6.9(306)
	10.2(985)
	.077

	Language translation
	2.6(307)
	2.0(986)
	.544

	Written materials in native language
	2.3(304)
	2.4(975)
	.955

	Locating medical records
	4.6(306)
	7.0(983)
	.128

	Child care/elder care
	2.3(303)
	505(981)
	.022

	Pay for care/treatment
	13.4(306)
	16.0(988)
	.272

	Complete excessive paperwork to receive services
	9.5(306)
	10.5(985)
	.621

	Lack of respect or equal treatment
	2.3(308)
	5.5(988)
	.021

	Not told about available services
	9.2(303)
	12.9(969)
	.088

	Services inaccessible (e.g., too far)
	5.9(307)
	6.2(983)
	.827

	Compliance of treatment/other options with religious/personal belief
	0.98(307)
	2.5(979)
	.116

	Weight gain/loss
	25.7(308)
	38.4(982)
	<.001

	Follow-up care
	7.2(306)
	10.7(979)
	.071

	Memory/Recall
	25.2(310)
	34.8(982)
	.002

	Needs of caregivers/family not met
	10.8(305)
	905(972)
	.487


By Age Group

Across the age groups (group I:<=50, group II: 51-60, group III: 61-70 and group IV:>=70), 13.5% of participants in group I reported some problem with obtaining proper medications followed by 7.6% in group IV, 7.4% in group II and 5.9% in group III (
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c

=12.94, d.f.=3, p=.005).  Of the participants in group IV, 21.2% reported barriers in communication in the last month, followed by 14.5% of those in group I, 12.8% of those in group III and 11.1% of those in group II (
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=14.56, d.f.=3, p=.002).  Participants in group IV had statistically significant higher communication barriers compared to the other groups (OR: 1.017-2.475 (IV vs. I), OR: 1.413-3.312 (IV vs. II), OR: 1.196-2.830 (IV vs. III)).  Problems with child care and elder care was reported by 13.1% of the participants in group I, followed by 2.7% of the participants in group IV, 3.5% of those in group II and 1.2% of those in group III (
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=56.69, d.f.=3,  p<.001).  Of the participants in group I, 7.6% reported not being respected or treated equally, followed by 5.2% in group IV, 4.4% in group II and 2.3% in group III (
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=9.97, d.f.=3, p=.019).  Proportion of people who reported problems related to paying for care and/or treatment decreased across the age groups with increasing age (Z=4.75 for Cochran-Armitage trend test, p<.001), with 22.0% of those in Group I reporting some problem, followed by 17.9% in Group II, 12.7% in Group III and 8.6% in Group IV.  The same trend (proportion of people who reported problems decreased as age increased) was observed with problems related to (a) gain or loss of weight (Z=5.03, p<.001), (b) to follow-up care (Z=2.32, p=.021), (c) to memory/recall (Z=5.84, p<.001), and (d) to the needs of caregivers’/family members needs not being met (Z=3.28, p<.001) – refer to Table #18.

Table #18: Gaps and Barriers by Age Group in % (N)

	
	Age Groups

	Problem Areas
	<=50 yrs
	51-60 yrs
	61-70 yrs
	>=71 yrs
	p-value

	Transportation
	11.9(278)
	11.1(404)
	9.2(348)
	10.2(275)
	.712

	Obtaining medications
	13.5(274)
	7.4(408)
	5.9(339)
	7.6(264)
	.005

	Communication
	14.5(276)
	11.1(407)
	12.8(345)
	21.2(269)
	.002

	Obtaining medical records
	13.1(274)
	8.6(406)
	7.5(346)
	10.0(269)
	.109

	Language translation
	1.8(274)
	1.7(409)
	1.7(347)
	3.8(267)
	.260

	Written materials in native language
	3.6(273)
	2.2(406)
	1.5(344)
	2.7(260)
	.347

	Locating medical records
	9.1(274)
	6.4(407)
	4.7(344)
	6.7(268)
	.172

	Child care/elder care
	13.1(274)
	3.5(405)
	1.2(346)
	2.7(263)
	<.001

	Pay for care/treatment
	22.0(273)
	17.9(409)
	12.7(347)
	8.6(269)
	<.001

	Complete excessive paperwork to receive services
	13.9(273)
	9.4(406)
	9.8(347)
	8.9(269)
	.181

	Lack of respect or equal treatment
	7.6(275)
	4.4(408)
	2.3(347)
	5.2(270)
	.019

	Not told about available services
	13.7(270)
	10.2(402)
	13.2(340)
	11.7(264)
	.481

	Services inaccessible (e.g., too far)
	8(275)
	5.4(405)
	4.3(346)
	7.8(269)
	.156

	Compliance of treatment/other options with religious/personal belief
	3.3(273)
	2.5(405)
	1.5(345)
	1.5(268)
	.358

	Weight gain/loss
	46.7(275)
	37.2(403)
	30.5(344)
	27.5(273)
	<.001

	Follow-up care
	14.3(273)
	8.9(404)
	9.0(345)
	7.8(268)
	.047

	Memory/Recall
	44.0(275)
	36.5(403)
	25.5(345)
	23.8(273)
	<.001

	Needs of caregivers/family not met
	14.6(274)
	11.0(299)
	6.7(341)
	7.5(268)
	.005


Participant in group I had statistically significant higher gaps and barriers in the following areas (refer to Table #19) compared to the other groups; group II, group III and group IV:

Table #19: Likelihood of reporting problems for Group I Compared to Other Groups in the Measure of Odds Ratio (95% CI)

	
	Odds Ratio (95% CI) for Group I

	Problem Areas
	vs Group II
	vs Group III
	vs Group IV

	Obtaining medications
	1.97 (1.18-3.27)
	2.49 (1.41-4.40)
	1.91 (1.07-3.38)

	Child care/elder care
	4.23 (2.23-7.99)
	12.93 (4.54-36.77)
	5.53 (2.42-12.67)

	Pay for care/treatment
	1.30 (0.89-1.90)
	1.94 (1.27-2.97)
	3.01 (1.80-5.04)

	Lack of respect or equal treatment
	1.79 (0.94-3.43)
	3.50 (1.53-8.04)
	1.51 (0.75-3.04)

	Weight gain/loss
	1.47 (1.08-2.01)
	1.98 (1.43-2.76)
	2.30 (1.61-3.28)

	Follow-up care
	1.70 (1.05-2.76)
	1.69 (1.02-2.79)
	1.96 (1.12-3.43)

	Memory/recall
	1.37 (1.00-1.87)
	2.30 (1.63-3.22)
	2.51 (1.74-3.63)


A graph mapping gaps and barriers by age group is attached in Appendix #11.

Gaps and Barriers by Racial & Ethnic Groups

Gaps and barriers were found to be statistically significant among participants across racial and ethnic groups (Whites, African American/Black and Hispanic/Latino) in all of the areas with the exception of the following – Table #20:

· Ability to locate medical records

· Follow-up care

· Needs of caregivers’/family members’ not being met

Table #20: Gaps and Barriers by Racial and Ethnic Groups in % (N)

	
	Racial and Ethnic Groups

	Problem Areas
	White (non-Hispanic)
	African American/

Black
	Hispanic/Latino
	p-value

	Transportation
	8.4 (1144)
	20.9(67)
	33.3(57)
	<.001

	Obtaining medications
	6.5(1131)
	18.5(65)
	24.1(54)
	<.001

	Communication
	12.6(1138)
	22.1(68)
	34.6(55)
	<.001

	Obtaining medical records
	8.9(1137)
	12.3(65)
	12.5(56)
	.446

	Language translation
	1.2(1138)
	4.4(68)
	16.4(55)
	<.001

	Written materials in native language
	1.3(1128)
	1.6(64)
	21.8(55)
	<.001

	Locating medical records
	6.3(1135)
	1.5(67)
	12.5(56)
	.045

	Child care/elder care
	3.8(1131)
	9.2(65)
	8.9(56)
	.025

	Pay for care/treatment
	13.5(1137)
	27.9(68)
	26.8(56)
	<.001

	Complete excessive paperwork to receive services
	8.8(1138)
	18.2(66)
	21.8(55)
	<.001

	Lack of respect or equal treatment
	3.5(1140)
	9.0(67)
	12.5(56)
	<.001

	Not told about available services
	11.0(1125)
	17.5(63)
	20.4(54)
	.040

	Services inaccessible (e.g., too far)
	5.49(1135)
	9.0(67)
	14.3(56)
	.013

	Compliance of treatment/other options with religious/personal belief
	1.5(1133)
	1.52(66)
	7.3(55)
	.006

	Weight gain/loss
	33.3(1137)
	43.3(67)
	50.9(55)
	.008

	Follow-up care
	9.5(1133)
	9.1(66)
	13.0(54)
	.697

	Memory/Recall
	30.7(1139)
	40.9(66)
	50.9(55)
	.002

	Needs of caregivers/family not met
	9.1(1126)
	9.1(66)
	18.9(53)
	.058


When adjusting for age, the distribution of participants who reported some problem was found to be significantly different across racial/ethnic groups (analysis only performed for White (non-Hispanic), African American/Black and Hispanic/Latino groups) with regard to the following areas:

	Problem Areas
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(df=2)
	p-value

	Transportation 
	30.09
	<.001

	Obtaining medications
	24.22
	<.001

	Communication
	27.19
	<.001

	Language translation
	41.24
	<.001

	Written materials in your native language
	49.06
	<.001

	Pay for care/treatment
	11.49
	.003

	Complete excessive paperwork to receive services
	13.61
	.001

	Lack of respect or equal treatment
	10.48
	.005

	Not told about available services
	6.80
	.033

	Services inaccessible (e.g., too far)
	7.59
	.022

	Compliance of treatment/other options with religious/personal belief
	7.21
	.027

	Memory/Recall
	6.73
	.035


For all of the above areas, the lowest proportion of people reporting gaps and barriers were found to be among the White participants, while the highest proportion of people reporting gaps and barriers were found to be among Hispanic/Latino participants.  The exception to this was in the area of paying for care/treatment, where the highest proportion of people reporting gaps and barriers were found to be African American/Black participants.

A closer look at the severity of gaps and barriers among the Hispanic/Latino participants revealed high problems with weight gain/loss and memory/recall.  African American/Black participants experienced the most severe gaps and barriers with transportation and weight gain/loss.

Due to their small sample sizes, Asian or Pacific Islander, Native American and Mixed (2 or more races) participants were not included in the above analysis.  However, a problem with weight gain/loss was reported by the highest proportion of Asian or Pacific Islander participants (42.1%, N=19), followed by problems related to memory/recall (31.6%, N=19).  Among Native American participants, the highest proportion of people reported a problem with the ability to obtain medical records (33.3%, N=6) and memory/recall (33.3%, N=6).  Among participants of 2 or more races, the highest proportion of people reported a problem with weight gain/loss (81.8%, N=11), followed by transportation (54.6%, N=11) and memory/recall (54.6%, N=11).

A graph mapping gaps and barriers by racial & ethnic groups is attached in Appendix #11.

Gaps and Barriers by Health Insurance Coverage

Over one-quarter of the participants (26.9%, N=108) with private health coverage reported problems with paying for care/treatment, followed by participants with public coverage (19.1%, N=220), those with job related/job+ coverage (11.9%, N=629) and those with public & private coverage (10.7%, N=291) (
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=24.21, d.f.=3, p<.001).  Of the participants who were publically insured, 17.2% (N=215) reported experiencing problems with obtaining proper medications followed by 9.2% of those insured privately (N=109), 7.0% of participants covered both publically and privately (N=284) and 5.3% of those (N=629) covered through their jobs/jobs+ (
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=31.50, d.f.=3, p<0.001).

Participants who reported having no coverage or did not specify their coverage were not included above due to small sample sizes.  However, 72.2% of those not covered (N=18) reported problems with paying for care/treatment (60% of those with unspecified coverage (N=5)).

A graph mapping gaps and barriers by insurance coverage is attached in Appendix #11.

Provider Survey

Sample Characteristics

The provider survey was available in English, both in print and on the Internet. Over 800 copies (N=870) of the survey were distributed throughout the state.  Of this, 189 were completed and returned, resulting in a response rate of 22.0%.  In addition to this, the online version of the provider survey was also promoted through marketing and outreach via community collaborations.  A total of 27 provider surveys were completed online.  Therefore, a total of 216 cancer care providers completed the provider survey, with a majority completing the surveys in paper-and-pencil version.  The breakdown by provider type includes:

· 39.8% Oncology Nurses

· 13.4% Physicians (mostly Primary Care)

· 11.1% Oncologists

· 7.4% Other Nurses

· 5.1% Social Workers

· 5.1% Radiation Therapists

· 3.3% Psychiatrists/Psychologists

· 1.9% Physician Assistants

· 1.9% Rehabilitation Therapists

· 1.4% Dieticians

· 9.3% Other (Administrators, Patient Advocates)

The gender breakdown was 81.2% female (18.8% male) and the majority of providers had been out of professional school and practicing for more than 10 years (76.1%).  As depicted in Table #21 below, the majority of providers practiced in cancer centers (39.8%) or in outpatient settings (37.9%).

Table #21: Practice Settings

	Practice Settings (more than 1 choice)
	N
	%

	Cancer Center
	84
	39.8

	Outpatient
	80
	37.9

	Individual/Group
	44
	20.9

	Inpatient
	41
	19.4

	Community Health Clinic
	20
	9.5

	Other
	19
	9.0

	Missing
	5
	2.3


Providers were distributed around the state of Connecticut with the following percentages coming from the major cities:

· 13.0% New Haven

· 11.6% Danbury

· 11.1% Hartford

· 6.9% Middletown

· 3.7% Manchester

· 3.7% Torrington

· 2.3% Bridgeport

· 2.3% Stamford

· 1.4% Willimantic

Notably absent from the provider participants were those representing the Waterbury area.  Otherwise all parts of the state were represented – both urban and rural – with the highest percentages from New Haven and Hartford areas where the largest cancer centers are located.

Characteristics of the Practice Setting

Approximately half (46.8%) of the providers worked in cancer settings with more than 50% of the patient population representing cancer survivors.  This is consistent with the finding that 56.7% of the providers worked in settings with more than 1000 patients annually (e.g. larger cancer centers).  The majority of the providers worked in settings with patient populations greater than 100 per year (92.5%).

Providers were asked how they communicate with their patients when they faced a language barrier.  The types of strategies that they reported using included: 1) medical interpreters either face-to-face (57.8%) or by telephone (54.5%); and/or 2) family/friends (54.0%).

Care Coordination

59.3% of the providers reported that in their practice there is a nurse, social worker, and/or trained personnel who functions as a guide for patients and their families/caregivers through the cancer care continuum (e.g. a patient navigator, cancer care coordinator).  The rationale for having this position within the practice was largely based on better patient outcomes (28.0%) among providers who had the position in place.  The rationale for not having a position in place was due to cost (9.7%).  A further 4.6% reported that they had plans in place to implement this position.

When providers were asked whether their patients that are cancer survivors have access to a comprehensive care summary and follow-up plan to coordinate their care, only 50.5% responded that this was in place, with 22.9% reporting that they didn’t know if there was a plan in place.  When asked whether their practice prepared the plan, 24.8% reported that their practice provided the plan and 24.3% reported that other practices provided the comprehensive care summary and follow-up plan.

Table #22 shows how providers coordinated follow up care with their cancer survivors (more than one response was possible).  Note that follow up care was most likely to be coordinated through oncologists (medical/radiology/surgical).

Table #22:  Care Coordination

	Care Coordination (more than 1 choice)
	N
	%

	Oncologist (Medical/Radiologist/Surgeon)
	133
	68.9

	Primary Care Provider
	63
	32.6%

	Nurses/Others in Practice
	41
	21.2

	Nurses/Others outside Practice
	28
	14.5

	Patient coordinates own care
	27
	14.0

	Other
	10
	5.2

	Missing
	23
	10.6


Resources Made Available to Cancer Survivors By Practices

The most common forms of publicly available resources that were recommended by practices to their cancer survivors included the American Cancer Society/National Cancer Institute (85.4%), support groups (75.8%), the Internet (61.%) and 211 INFOLINE (32.3%).

When providers were asked how often they discuss available support systems with cancer survivors (e.g. family, friends, service providers, etc), only 32.2% ‘always’ discussed this with their patients, and a further 39.6% ‘usually’ discussed available support systems (Table #23).

Table #23: Discuss Support Systems

	Support Systems Discussed
	N
	%

	Always
	65
	32.2

	Usually
	80
	39.6

	Sometimes
	43
	21.3

	Rarely
	12
	5.9

	Never
	2
	1.0


Following the question regarding how often providers discussed support systems with cancer survivors, they were asked ‘why or why not’.  The most common response for ‘why’ was that it was considered to be necessary for patient success and/or part of their mission (13.4%).

Needs of Cancer Survivors

Figure #16 presents the responses from providers regarding the current needs of cancer survivors.  Note that the providers rated almost all services as important (a composite of very important and important on a rating scale from 1-5, with 1 being very important and 2 being important collapsed).  Providers were also asked from their point of view how available the services were to cancer survivors (on a scale of 1-5 with 1 being very available, 2 available, 3 rarely available, 4 not available).  There were several services that were considered to be important services; however, the providers believed that they were not readily available to cancer survivors.  Services that were reported to be important, but not available, included:

1. Legal

2. Financial

3. Psychosocial

4. Late/long term effects

5. Survivorship navigation

Figure #16: Needs of Cancer Survivors from the Provider Perspective



Figure #17: Training Needs and Training Exposures
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Figure #17 illustrates the types of trainings that providers have received previously, and the types of trainings that they would be interested in receiving (collapsed across the categories of Yes, somewhat interested and Yes, very interested).  Note the high percentage of providers that would like to receive trainings across all of the topic areas specific to cancer survivorship (ranging from 74.3% to 89.6%).

When providers were asked what they perceived the TOP 3 needs of cancer survivors in Connecticut, they indicated the following (refer to Figure #18 for a detailed listing of needs): 

1. Follow Up Care (39.8)

2. Emotional and Psychological Services (21.8%)

3. Support Services (20.8%)

Figure #18: Top 3 Needs of Cancer Survivors
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Providers were asked what they perceived the TOP 3 most utilized resources available to cancer survivors are and they responded as follows:

1. Support groups (27.3%)

2. American Cancer Society (24.1%)

3. Medical (13.0%)(e.g. rehabilitation/screening/detection)

4. Internet/Media (12.0%)

5. Oncology (9.7%)

6. Hospitals/Clinics (9.7%)

7. Social Workers/Psychosocial support (5.6%)

8. Other Services (5.6%)(e.g. diet, exercise, health literacy, health promotion)

9. Primary Care Physicians (4.6%)

10. Cancer Care (3.2%)

11. Family (2.8%)

12. Hospice (2.8%)

13. VNA (2.3%)

14. Nurses @ Cancer Centers (1.9%)

15. Resource Support (1.2%)(e.g. prosthetics, wigs, complementary medicines)

16. Other organizations (e.g. Komen, Lance Armstrong, Relay for Life < 3.0%)

Providers were asked to list potential barriers in the health care system that they believe may compromise their ability to provide optimal follow-up care for their patients that are 
cancer survivors.  The TOP 3 barriers to providing care were (refer to Figure #19 below for a more detailed listing):

1. Lack of insurance (29.6%)

2. Financial barriers (26.9%)

3. Lack of coordinated programs (19.9%)

Figure #19: TOP 3 Barriers for Cancer Survivors
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Other barriers that were listed that reflect less than 5% of responses include: 1) access; 2) communication challenges; 3) work related issues; 4) lack of motivation; 5) lack of importance of cancer to the person; and 6) lack of research.

Community Forums

Profile of Participants

A total of 133 people participated in 8 community forums around the state (Wallingford, Norwich, Bridgeport, Hamden, Mashantucket, Danbury and New London).  The forums took place in community centers, a church, a mosque, a Tribal community hall and a community-based organization.  More women participated in the forums than men; however, half of the forums had male participants.  A majority of participants were White.  Of the 8 forums, one was specifically planned for Hispanic/Latino participants, one for Native American participants and one for the Muslim community.  The forum among Hispanic/Latino participants was conducted in Spanish.  With the exception of the forums that were planned for specific populations, the forums had mostly White participants.  Participants were 18 years of age or older, with a majority being 51 years of age or older.  Although the forums were planned for cancer survivors, family members and caregivers were invited to participate in order to observe and respect community and cultural norms.

Overall, there was a high participation rate among the attendees with everyone taking the opportunity to voice their thoughts and to share their experiences.  Although the topics between forums ranged, those covered included:

	· Treatment
	· Information

	· Emotional
	· Social

	· Spiritual
	· Physical & daily living

	· Health & wellness
	· Economic

	· Legal
	· Navigation of service delivery systems

	· Transportation
	· Provider/patient interaction

	· Follow-up care
	· Support

	· Insurance
	· Work


Needs

The need for information regarding cancer, treatment and side-effects was found to be the top need among cancer survivors, as a majority of cancer survivors mentioned this across the forums.  The next most mentioned need related to provider/patient interaction with survivors expressing a desire to be able to talk to their medical providers not only about their cancer, treatment and follow-up but also about their psychosocial and emotional needs.  Another frequently mentioned need revolved around support, including support groups for cancers beyond breast cancer, support groups for young people, support for those who are post treatment, psychosocial support, patient support (patient advocates) and support for family and friends.  Other needs that were mentioned include:

· Sexual

· Physical & daily living

· Financial

Barriers

The top three barriers included insurance coverage/companies, transportation and finances.  Other barriers included:

· Compliance of treatment with personal/religious belief

· Child care

· Memory/recall

· Weight loss/gain

· Social stigma related to cancer

· Racial & ethnic discrimination and its impact on service provision

Resources

The top three resources included support groups, other cancer survivors and friends and family members.  Survivors also mentioned cancer organizations, the Internet, medical personnel, social workers, religious and community groups, and written materials.

VII. RESOURCE INVENTORY GUIDE 

The Resource Inventory Guide was created in an Excel database and was converted to a Word document.  This document is presented as a separate report.  It includes cancer specific resources from across the state of Connecticut as well as national resources available to the general public.  An evaluation protocol for the Resource Inventory Guide can be found in Appendix #12.

XIII. Summary of Findings

Survivor Survey

Sample Characteristics

1516 survivors completed the needs assessment reflecting a distribution of survivors across the state.  The majority of participants were female, with an average age of 61, with men tending to fall within the older age category (>=71 years of age).  In terms of race/ethnicity, the majority of the sample were White, with the larger minority groups of Blacks and Hispanics represented in proportions that are somewhat lower than that reported in the state overall, however this may be a reflection of the younger age of minorities and the fact that they may not have entered into the age of risk for cancer (i.e. cancer risk increases with increasing age).  The sample reflected a relatively well educated population (with some college/university), with the majority married or in a partnership.  Approximately 50% of the participants were not currently employed, and their household income was below the state’s median, although almost all had some type of health insurance coverage.  Many had health insurance coverage through their work (with or without additional coverage).

The most common forms of cancer were breast (47.6%), followed by prostate, colorectal, lung and melanoma (all less than 10%).  The mean length of time of cancer survivorship was 7 years.  Approximately 1/3rd of participants experienced their most recent cancer in the past year and most reported that they were cancer free at the time of survey completion (even those who had a cancer treated in the past year).  The majority of the survivors have had one type of cancer only once (77%).

Needs of Cancer Survivors

· Cancer survivors reported needs across all major domains including psychological, physical and daily living, health information and health systems, patient care and support, sexuality and additional needs (spirituality/religion, nutrition and exercise).  The highest needs were reported for psychological and physical and daily living.  Psychological needs refer to anxiety, depression/sadness, and worrying.  Physical and daily living needs refer to pain, fatigue, well-being, inability to work and do things.

· Women were statistically more likely than men to have needs across all domains except sexuality and the younger age group (<=50 years of age) had significantly higher needs compared to other age groups.

· There were race/ethnicity differences observed with respect to survivorship needs, with Hispanics/Latinos having significantly more needs across all domains, when compared to African American/Black and Whites.  African Americans/Blacks had elevated needs compared to Whites in all domains except sexuality and psychological (although all groups were high on this domain).

· Participants with a combination of public and private insurance or job related insurance reported less needs than those with public or private insurance only, but still reported high needs in the psychological domain.

· The needs of cancer survivors with metastasis are significantly higher than those with one type of cancer only once, one type of cancer with recurrence, or those with two or more types of cancer.  The needs of survivors with one type of cancer only once, were generally lower than all of the other groupings.

· Participants whose most recent cancer occurred within the past year have significantly more needs across all domains, than those whose most recent cancer was more than one year ago.  The needs of survivors decreased as years of survivorship increased.

· There were no major differences in need observed by site of the most recent cancer with the exception of lung cancer, who reported higher needs on the psychological and health system domains.  Psychological needs were high in all cancer sites but prostate.  Those with prostate cancer reported the lowest levels of need.

· Participants that reported that they were not cancer free had significantly higher levels of need across all domains.

Gaps and Barriers in Service Delivery

· Approximately 42% of the survey respondents reported that they have had no problems related to gaps and barriers in the past month.

· The top 5 gaps and barriers reported in order were: i) weight gain/loss (35.4%); ii) memory/recall problems (32.4%); iii) paying for care/treatment (15.3%); iv) communication (14.3%); and v) not being told about services (12.0%).  Interestingly, cultural factors such as language barriers (written and spoken) and service inequalities (e.g. lack of respect, inaccessible services) did not emerge, nor did problems with medical services such as follow-up care, medical paperwork, or treatment compliance.

· Women were more likely than men to experience gaps and barriers in child care/elder care, lack of respect or equal treatment, weight gain/loss, and memory/recall problems.  There was no difference between males and females in terms of communication, medical services, paying for treatment/care or transportation.

· An examination of gaps and barriers by age revealed that the youngest age group (<=50 years of age) reported significantly more problems with obtaining medications, child care/elder care, paying for care/treatment, weight gain/loss and memory/recall problems.

· There were significant race/ethnicity differences in terms of gaps and barriers with African American/Black and Hispanic/Latino’s having significantly higher gaps and barriers in all areas compared to White with the exception of locating medical records, follow-up care and meeting the needs of families/caregivers.  Hispanic/Latino’s were particularly higher reporting on gaps and barriers with respect to transportation, communication, language translation, written materials in native language, weight gain/loss, and memory/recall.  When adjusting for age, Hispanic/Latino participants reported the highest proportions of gaps and barriers with the exception of African American/Blacks who were higher on paying for care/treatment.  Hispanic/Latino’s reported particularly higher proportions of memory/recall problems and weight gain/loss.

Provider Survey Summary

A total of 216 providers from around the state completed the Provider Survey.  Approximately 25% were physicians (oncologists/primary care) and 47% nurses (oncology primarily).  There was provider representation across the state with the majority of providers from New Haven and Hartford, the two cities with the major cancer centers.  The major findings are presented below.

· There is insufficient care coordination and follow-up plans in place for cancer survivors.  Not all practices have a person designated to provide care coordination (approximately 60% of providers reported that in their practice there existed a nurse, social worker, and/or trained personnel that served in a role as/or similar to a patient care coordinator).  This is linked to the finding that only 50% of providers have a comprehensive care summary and follow-up plan in place for their patients.  Follow-up care was most likely to be organized by oncologists (medical/radiology/surgical); however the extent of the follow-up care and plan was not determined in this survey.

· Providers were very good about letting patients know about resources such as the American Cancer Society (85.4% recommended this) and support groups (75.8%).  However, when asked about how often they discussed available support systems with survivors (e.g. family, friends, etc), only 1/3 always discussed this with their patients.  This suggests the need to ask on a more routine basis, if the survivor is obtaining the support that they need.

· Providers believe that although many services may be important for their patients, there are insufficient services available.  The services areas with the greatest need include: a) legal; b) financial; c) psychosocial; e) late/long term effects; and e) survivorship navigation.

· Providers strongly indicate that they would like to be trained in numerous areas relevant to cancer survivorship.  This suggests the need to explore options regarding training and continuous education.

· Providers indicated that the TOP 3 needs of cancer survivors from their perspective are: a) follow-up care; b) emotional and psychological services; and c) support services.  In terms of prioritizing service needs in the state, these coupled with what the survivors indicate in their surveys will be important for prioritizing existing and future funding efforts.

· Providers reported that the TOP 3 barriers in the health care system that compromise the ability to provide optimal follow-up care to cancer survivors are: a) insurance; b) financial; and c) lack of coordinated programs.

· Providers indicated that the TOP 3 most utilized resources available to survivors include: a) support groups; b) ACS; and c) medical support services (e.g. rehabilitation, screening, detection).  It is important to know that when providers discuss resources with survivors, that they raise support groups and medical services with 

them.

Triangulation of Data Findings

An expansive amount of data was collected for this project from the perspective of providers and survivors.  The community forums were an ideal venue for ideas and opinions to be shared, as well as to provide an opportunity to gather additional qualitative data.  There were some parallels between the questions asked in the survivor and provider surveys, as well as during the community forums.  The areas of overlap occur with respect to health system information and navigation, support systems, and barriers to services.  In drawing comparisons between the Survivorship Survey, Provider Survey and Community Forum results, the following synergies were noted.

· Providers reported that the TOP 3 needs of cancer survivors were follow-up care, emotional and psychological services, and support services.  This is consistent with the results of the Survivor Survey, in that psychological needs and health information and health systems needs were reported to be high. 

· There is substantial overlap between what community participants were sharing in the community forums and the survivorship survey results, with respect to memory/recall and weight loss/gain, as well as issues around paying for care/treatment (linked to insurance coverage and finances).

·  Providers referred to the top resources available as support groups, ACS and medical support services and in the community forums as well as in the survivor survey, there was consistency in that survivors mentioned cancer organizations, the internet and medical personnel as important resources for information.
IX. Recommendations

Providers

1. Develop training curricula on survivor specific evidence-based knowledge and practice. The DPH in partnership with the Connecticut Cancer Partnership could potentially facilitate these activities working in partnership with the Connecticut Medical Association (CMA), CT Nursing Association (CNA), Area Health Education Centers (AHEC), and cancer specific associations to develop the curriculum and train providers.  Develop protocols and practices for continuing education in the rapidly emerging areas related to cancer survivors and survivorship.
2. Develop or modify to meet the needs of Connecticut cancer survivors, standards of care and standards of practice for care coordination and follow up plans for medical and non-medical entities (e.g., oncologists, primary care providers, sub-specialty care providers, nurse practitioners, non-medical providers, physician assistants, social workers).  The Connecticut Cancer Partnership could play a role in providing guidance for the development of standards of care and practice along with other relevant organizations (including those mentioned above).
3. Provide trainings in care coordination and follow up plans across medical and non-medical professionals in order to facilitate the transition of survivors from cancer specific care to primary care to community-based support services, thereby addressing the continuum of care for cancer survivors.
4. Explore promising and/or effective practices to improve cancer care provider and patient interactions in the areas of patient education and understanding around cancer process, treatment options and follow up care including referrals.  This would enable survivors to understand their disease and promote self advocacy which will ultimately lead to improved outcomes.  Moreover, this would enable cancer care providers to systematically offer holistic care to include psychosocial and emotional needs, a major need identified by our sample of cancer survivors.  Two major problem areas identified by cancer survivors in Connecticut are difficulties with memory/recall and weight gain/loss.  These are issues that can be addressed through comprehensive communication about treatment side-effects and through the utilization of referrals to address these problem areas.
Survivors

The results of the needs assessment have shown that the needs of cancer survivors are many, diverse and dependent on a number of factors including, but not limited to, cancer type, severity, length of time since last diagnosis, and age.  For the purposes of providing recommendations for meeting the needs of Connecticut cancer survivors we have focused on the areas of greatest need and/or where the gaps and barriers were the highest.  This by no means minimizes the importance of the areas that are not covered below.

1. Address the psychological/emotional needs of cancer survivors by linking this back to improved provider awareness and training about the ever changing needs of survivors.  Providers should routinely screen for psychological/emotional needs and be able to make appropriate referrals to psychological services to meet these needs.

2. Raise awareness about the need to create/offer new support groups to meet the demand of specific subgroups of cancer survivors (e.g. rare cancer types, young cancer survivors, ethnic specific groups).  The Connecticut Cancer Partnership may potentially oversee the planning for and implementation of new support groups.
3. Ensure that cancer care coordinators/navigators are linking survivors to the external systems (e.g., community-based organizations and support groups) beyond the medical systems of care.  This may be accomplished through the use of the Connecticut Cancer Resource Inventory (produced under this project) if it is distributed to all major cancer specific organizations as well as to the statewide information hotline (211 INFOLINE).
4. Address communication barriers providing information in multiple languages and ensuring that the materials provided are culturally and linguistically appropriate and extend beyond the Spanish speaking population.  The Connecticut Cancer Partnership (and/or DPH) may play a role in facilitating this by advocating for resources to create these materials.
5. Engage the underserved and harder-to-reach communities in Connecticut by identifying culturally acceptable and appropriate outreach strategies and their implementation, by the engagement of community leaders and other stakeholders (e.g. elders, spiritual leaders) to explore strategies on how to best meet the needs of cancer survivors in these communities.
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Completed Surveys


(N = 1593)





Cancer diagnosis missing & 80% of survey incomplete - 54


(N = 1539)





Has not had cancer in lifetime - 4


(N = 1535)





Reside out of state/country -16


(N =1519)








Completed by caregiver - 3


(N = 1516)





Total in Analysis


(N = 1516)





Survivorship�
N�
%�
�
< 2 years�
327�
22.0�
�
2-4 years�
398�
26.8�
�
5-10 years�
416�
28.0�
�
> 10 years�
345�
23.2�
�






RULES


If > 2 years, list recent dx as site of recent primary


If < 2 years, list the initial dx as site of recent primary


EXCEPTION to above: if any of the 5 common metastatic sites has been mentioned (lung, brain, adrenal, bone or liver).  If so, independent of time, the other (not any of the 5 popular metastatic sites) cancer should be listed as the likely site of most recent primary


If any of the 5 common metastatic sites is listed first and > 2 years have elapsed before dx of a non-met site, the common metastatic site is considered to be the 1st primary and the other as the likely site of most recent primary (i.e., constitute this as multiple primaries).  If < 2 years have elapsed between dx of any of the 5 common metastatic sites AND a non-met site, then the non-metastatic site would be considered as the primary and also as the most likely site of recent primary (i.e., constitute this as 1 primary)


If < 2 years and two CA sites are highly unlikely to be related (e.g., breast and melanoma), list the most recent diagnosis as the likely site of most recent primary


If unclear in any situation listed in proceeding bullets, record as ‘Unknown/don’t know’








Domain�
Characteristics/Items�
�
Psychological�
Anxiety, depressed/sad


Fears about cancer spread, uncertainty about future


Control of situation


Outlook, feelings about death and dying


Worries about those close to you


�
�
Health Systems & Information�
Given information and informed about care, treatment, resources & support 


�
�
Physical & Daily Living�
Pain, tiredness, unwell


Working around home


Not able to do things


�
�
Patient Care & Support�
Choices in medical care


Hospital and medical staff sensitive to needs


�
�
Sexuality�
Changes in feelings and relationships, information


�
�






� EMBED Excel.Chart.8 \s ���








� Components of the literature review are presented in the Introduction and were used to guide the development of the surveys.


� University of Connecticut Health Center was not able to participate in the needs assessment  until the end of the data collection period due to time constraints on staff, competing research interests, and concerns regarding confidentiality.  


� Additional GIS maps illustrating survey participants and basic demographic factors can be found in the Appendix #8.


� For those who made less than $9,999 a mid-point of $5,000 was used and for those who made more than $100,000 a mid-point of $150,000 was used.


� Screening: Depression. U.S. Preventive Services Task Force. Accessed online September 10, 2008 at: � HYPERLINK "http://www.ahrq.gov/clinic/uspstf/uspsdepr.htm" �http://www.ahrq.gov/clinic/uspstf/uspsdepr.htm�.


� 25 participants did not report their lifetime cancers and therefore were not included here.  However, they did share valuable information in other areas.


� 28 participants did not report their most recent diagnosis and since multiple lifetime cancers were reported, it was difficult to determine the most recent cancer.


�Some participants reported having a combination of treatments.  Table includes participants who selected any of the options.


�A complete list of rules is attached in Appendix #9.


� Based on the information provided by the participant with respect to lifetime cancer sites, we anticipate some misclassification, with Groups 2 and 3 being under estimated.


�The likely site of most recent primary cancer has been used as the cancer type when relationship between cancer type and other variables (e.g., demographics, needs, and gaps & barriers) were analyzed.





�9 participants who recorded information on site of recent primary did not record their gender therefore they were excluded from this analysis.


� Boyes, A, Zucca, A., Lecathelinais, C., Girgis, A, Supportive Care Needs Survey, Supplement 1A: Long-term cancer survivors reference data, April 2006.  


�Statistical comparisons by domains and groups under the needs section (where applicable) can be found in Appendix #10.


� The individual t-tests for the numerous comparisons in this section are presented in the Appendix #10





PAGE  
Page 2 of 1

_1312701315.unknown

_1312701333.unknown

_1312805963.xls
Chart1

		Survivorship		Survivorship

		Care plans		Care plans

		EB guidelines		EB guidelines

		Quality of life		Quality of life

		Prevention of recurrence		Prevention of recurrence

		Recurrence detection		Recurrence detection

		Recurrence treatment		Recurrence treatment

		Long term effects		Long term effects

		Trends in access		Trends in access

		Systems/QA/Care Models		Systems/QA/Care Models

		Rehabilitation		Rehabilitation

		Pain management		Pain management

		Palliative Care/End of Life		Palliative Care/End of Life

		Health promotion		Health promotion

		Health literacy		Health literacy

		Culturally compenent care		Culturally compenent care



Interested (%)

Already trained (%)

83.9

10.8

81.7

7.9

89.6

5.2

89.1

8.8

83.8

10.9

79.5

13.7

78

14.1

84.5

12.4

74.3

9.9

81.2

8.1

76.3

15.3

79.3

17.1

77.5

16.2

76.5

19.3

78.7

15.6

83

10.9



Sheet1

				Interested (%)		Already trained (%)

		Survivorship		83.9		10.8

		Care plans		81.7		7.9

		EB guidelines		89.6		5.2

		Quality of life		89.1		8.8

		Prevention of recurrence		83.8		10.9

		Recurrence detection		79.5		13.7

		Recurrence treatment		78		14.1

		Long term effects		84.5		12.4

		Trends in access		74.3		9.9

		Systems/QA/Care Models		81.2		8.1

		Rehabilitation		76.3		15.3

		Pain management		79.3		17.1

		Palliative Care/End of Life		77.5		16.2

		Health promotion		76.5		19.3

		Health literacy		78.7		15.6

		Culturally compenent care		83		10.9






_1312656759.xls
Chart1

		Insurance

		Finances

		Coordinated programs

		Education/knowledge

		Fear/stress

		Other/misc

		Cultural factors

		Staffing

		Transportation

		Patient compliance

		Time



Barriers (%)

29.6

26.9

19.9

13

9.3

8.8

7.9

7.4

7.4

6.9

6.5



Sheet1

				Barriers (%)

		Insurance		29.6

		Finances		26.9

		Coordinated programs		19.9

		Education/knowledge		13

		Fear/stress		9.3

		Other/misc		8.8

		Cultural factors		7.9

		Staffing		7.4

		Transportation		7.4

		Patient compliance		6.9

		Time		6.5






_1312656763.xls
Chart1

		Follow Up Care

		Emotional/Psychol

		Support Services

		Info/Education

		Financial

		Insurance

		Access

		Quality of Life

		Other

		Misc

		Pain Management

		Cultural Issues



Need (%)

39.8

21.8

20.8

19

15.3

14.8

7.4

6.9

5.1

5.1

2.8

1.9



Sheet1

				Need (%)

		Follow Up Care		39.8

		Emotional/Psychol		21.8

		Support Services		20.8

		Info/Education		19

		Financial		15.3

		Insurance		14.8

		Access		7.4

		Quality of Life		6.9

		Other		5.1

		Misc		5.1

		Pain Management		2.8

		Cultural Issues		1.9






_1312656775.xls
Chart1

		Health Maintenance		Health Maintenance

		Therapy/Treatment		Therapy/Treatment

		Screening/Testing		Screening/Testing

		Late/Long term effects		Late/Long term effects

		Signs recurrence		Signs recurrence

		Psychosocial support		Psychosocial support

		Legal aid		Legal aid

		Financial assistance		Financial assistance

		Cancer support groups		Cancer support groups

		System navigation		System navigation



Importance (%)

Availability (%)

98.5

88.6

97.5

92.5

98.5

89.5

98.5

75

97.5

80.5

98

65.9

94.1

48

98

56.3

98

85.3

98

61



Sheet1

		Need		Importance (%)		Availability (%)

		Health Maintenance		98.5		88.6

		Therapy/Treatment		97.5		92.5

		Screening/Testing		98.5		89.5

		Late/Long term effects		98.5		75

		Signs recurrence		97.5		80.5

		Psychosocial support		98		65.9

		Legal aid		94.1		48

		Financial assistance		98		56.3

		Cancer support groups		98		85.3

		System navigation		98		61






_1312640334.unknown

