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LinkIN! Community Cancer Connections Need’s Assessment: Community Organization 

Professionals and Volunteers 

Abstract 

 The purpose of this project was to conduct a portion of the LinkIN! community needs 

assessment in order to help identify and define the gaps in services for the Tucson area cancer 

survivors as perceived by the community organization professionals and volunteers.  In order to 

conduct this assessment, key informants were identified and interviewed in accordance to the 

GENESIS Model of community-based research.  Seven interviews were conducted in total, six 

of which were with organization professionals, one with an organization volunteer.  The three 

resources most needed by the cancer survivors are: a consolidated resource list of integrative 

therapies and therapists, a cancer patient network, and a detailed list of questions that survivors 

should ask throughout their treatment process.  Three integrative therapies most frequently 

requested by cancer survivors are: massage and touch healing, nutritional therapies, and yoga.  

Finally the three most significant service gap themes are: the need to work with smaller 

communities, to provide information outside of the physician, and to offer long-term patient 

follow-up. 

Introduction  

The National Cancer Institute has reported dramatic increases in the number of cancer 

survivors in the United States over the past 30 years, with over 11 million survivors living in 

2007.
1
 This community is constantly growing because of the emergence of new cancer detection 

methods and treatment advancements.  With the increased ability to more effectively treat the 

population of cancer patients, the number of survivors “living years beyond a cancer diagnosis 
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can be expected to continue to increase.”
2
 The National Cancer Institute states that “an individual 

is considered a cancer survivor from the time of cancer diagnosis, through the balance of his or 

her life.”
3
 This definition is preferable to others that have been identified by some community 

cancer organizations, for it does not require a certain time period to pass in order to classify an 

individual as a survivor.  

The healing process that cancer survivors undergo is often a complex and extensive 

progression of treatments and therapies. Often times, survivors will experience negative side 

effects from their primary therapy that may include, but are not limited to, “fatigue, hair loss, 

lung problems…and nausea.”
4
 In addition, cancer survivors experience anxiety, depression, 

perceived loss of control, and fear. Cancer survivors are turning to complementary or integrative 

therapies to incorporate into their disease management process to help ease some of these side 

effects and improve quality of life.  The focus here, however, is not solely limited to 

management of the sickness.  It has been recognized that quality of life goes much further than 

decreasing the spread of a person’s disease.  There is a focus on what it means to live with cancer 

over time, as well ways to gain control over the physical, mental, and spiritual aspects of life.  A 

very holistic mindset must be taken when assessing an individual’s wellness.  The use of 

integrative therapies in cancer treatment is becoming a common option to improving this idea of 

quality of life.  The National Cancer Institute’s OCCAM website defines complementary and 

alternative medicine (CAM) as a “group of diverse medical and health care systems, practices, 

and products that are not generally considered part of conventional medicine.”
5
 In order to better 

understand the needs of the survivor community in Southern Arizona, a needs assessment must 

be completed.   
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Community Needs Assessments 

  Needs assessments are used to facilitate an understanding of communities or certain 

groups of individuals.  Addressing the wide range of alternative viewpoints held by different 

members of a community can be difficult.  There are a multitude of factors that contribute to 

these different perspectives, including cultural, educational, social, and economic aspects.  Key 

informants are utilized in a needs assessment to offer diverse viewpoints from specific sectors 

within a defined community.  An effective needs assessment will identify key informants from a 

majority, if not all, of the areas of a certain community.  The current needs assessment was based 

on the GENESIS model.
6,7

  It is a holistic approach to community-based research,  utilizing key 

informants as the link to the community being observed.  The model can be described as 

“ethnographic research,” where secondary data, such as “statistics, economic analyses, 

geographic and historical information” are also obtained through the research.
6
  

This needs assessment was part of the larger LinkIN! Community Cancer Connections 

project, which developed after the dissolution of the Sunstone Program in Southern Arizona.  

Sunstone was an organization that provided support services, such as educational materials, 

retreats, and integrative therapy information to cancer survivors in the Tucson area.  Due to 

financial issues, Sunstone closed two years ago. Some of their assets were distributed via a grant 

mechanism in order to fund similar services to the Tucson cancer survivors.  The University of 

Arizona, College of Nursing was awarded this Sunstone Legacy Grant to create LinkIN! 

Community Cancer Connections.   
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LinkIN! Described   

LinkIN! was established to “support and facilitate long-term wellbeing and healing in 

cancer survivors and their family members.”
8
 The project aims to provide the professionals and 

community with resources and education regarding the benefit of integrative therapies in cancer 

survivorship.  LinkIN! will offer resources supporting integrative therapy use in a cancer 

survivor’s treatment.  These resources will include a therapy provider network, therapy 

descriptions, and many other educational and support materials that will facilitate healing and 

improve quality of life for cancer survivors, family, and friends.   

Project Purpose 

 This purpose of this project was to conduct a portion of the LinkIN! community needs 

assessment in order to help identify and define the gaps in services for the Tucson area cancer 

survivors as perceived by the community organization professionals and volunteers.  Two other 

students conducted the remaining parts of the needs assessment.  Another honors student had a 

similar portion of the needs assessment, where she identified the service gaps in the Tucson area 

as perceived by the healthcare professionals and integrative therapists.  This included 

interviewing registered nurses, end-of-life specialists, acupuncturists, and touch-healing 

therapists.  The final portion of the needs assessment, conducted by a College of Public Health 

masters student, was a survey that was designed to obtain insight from cancer survivors living in 

the Tucson area.  The synthesis of findings from these three different community perspectives  

forms the basis for a complete evaluation of the needs and service gaps for the cancer survivor 

community.   
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Significance of the Project 

 This community needs assessment will provide direction for the LinkIN! staff, as they 

plan the implementation of the project, prioritize services to be developed and delivered, and 

determine possible utilization patterns. Specifically, this portion of the needs assessment not only 

identified the needs perceived by principals from community cancer organizations but provided 

social networking for the LinkIN! project.  It also helped identify the project name, proposed 

services within the community, and introduced the project to the Southern Arizona cancer 

community.   

Methods 

 Sampling for a community needs assessment is very important to its effectiveness.  In 

this project, the key informants were selected from various community cancer organizations and 

reflected a range of professional and volunteer positions to offer the viewpoints of the full cancer 

community.  The organizations included local, non-profits and large, national groups.  This 

provided a wide variety of views of the perceived service gaps in the Tucson area.  It was also 

determined that both volunteers and professionals would be interviewed to add greater diversity 

of perspectives.   

 Two types of interview formats were used with key informants. One-on-one interviews 

were conducted via email with volunteers from community organizations so that a large number 

of opinions would be represented and heard.  The emails consisted of a set of preplanned 

questions (Appendix A) to discuss the volunteers’ experiences and jobs at the organization as 

well as their opinion of the unmet needs of the cancer survivors in the area.  The volunteers 

provided a viewpoint that was outside that of the national organizations’ employees.   
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 Professionals employed by the organizations were interviewed individually.  One-on-one 

conversations provided the opportunity to explore in-depth organizational perspectives of the 

needs of the Tucson cancer survivors.  The interview questions ranged from the individuals’ 

history at the certain organization and their perceived service gaps, to specific questions that 

catered to the certain organization being interviewed (Appendix B). Combining the information 

from the email and personal interviews provided the most thorough understanding of what needs 

are to be addressed in the Tucson area.   

The interviews and emails were conducted at convenient locations for parties, usually 

local coffee shops or the organization’s office.  Each of these places created a comfortable and 

casual environment for the interviews to take place.  All interviews were conducted between 

December 2010 and March 2011.  In order to obtain the most beneficial information from the 

informant, the LinkIN! team identified and discussed key questions prior to the interview.  

Background research was conducted prior to the interviews in order to understand the 

organization’s mission, as well as their view on the use of integrative therapies in cancer 

treatment.  In the interview, notes were taken by hand, and conversations were not recorded.   

The Institutional Review Board at the University of Arizona indicated that this was a 

needs assessment and not research (Appendix C). Therefore, informed consent was not needed 

for this project.  

Results 

 Seven interviews were conducted.  Six of these interviews were with organizational 

professionals, and one interview was conducted through email with an organization volunteer.  

Figure 1 depicts the individuals interviewed in this needs assessment.  
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Figure 1. Sample Composition for Community Needs Assessment: Community 

Organizations 

 

 There were many overlapping service gap themes, as well as requested therapies and 

resources as perceived by the organization representatives.  The three most frequently identified 

resources needed by cancer survivors were: (a) a consolidated resource list of integrative 

therapies and therapists, (b) a cancer patient network, and (c) a detailed list of questions that 

survivors should ask throughout their treatment process.  Participants also identified a variety of 

integrative therapies.  

Resources Requested 

 Three resources that are not currently available to the cancer survivor community, but 

needed, as perceived by the community organization members, are described below.   

List of Integrative Therapies and Therapists. A consolidated list of integrative therapies 

and therapists was the most requested resource by the interviewees.  It was mentioned as a need 

by every individual that was interviewed because currently there is not a concise list of therapists 

where survivors can see the therapies and services available to them.  Community organization 

representatives stated that it would be beneficial to be able to view this information using several 

different formats (e.g., internet-based, paper). It was noted that many of the resource lists in use 

today are only available online. However, they stated that a large percentage of the cancer 
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survivor population does not have internet access, so this problem must be addressed.  One 

interviewee stated that a “complete resource list is huge,” and there could even be a “crossover 

of clinical trials from the [Arizona] Cancer Center and Arizona Oncology” (Cancer Patient 

Advocate).   

Cancer Patient Network. This resource was requested by three of the individuals 

interviewed.  Unlike other cancer networks, this network was described as consisting of both 

current cancer patients undergoing treatment and longer term cancer survivors.  It would be a 

resource so that cancer patients could connect with other individuals who have gone through 

similar types of cancer and situations.  It would also be a way for survivors to “connect to others 

in their shoes” (Community Organization Professional).  One informant suggested that this 

network could pair a specific patient to a person who survived the same illness, and this survivor 

could act as a mentor for the newly diagnosed patient.   

 Detailed Patient Question List. This resource was also requested by three of the 

organization members.  This would be a beneficial resource for the newly diagnosed cancer 

patient.  Often times, the treatment process, as well as ongoing survival, can be daunting and 

overwhelming. Patients do not always know what questions to ask their physicians and treatment 

providers.  A detailed question list would be a good way to “address patients not asking the right 

questions” (Community Organization Professional).   

Integrative Therapies 

Integrative or complementary therapies are defined as group of medical practices and 

products that are not generally considered part of “conventional” medicine.
5
 These therapies are 

often used to address symptoms caused by a survivor’s primary treatment, such as nausea, 
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fatigue, or pain, or to improve their overall wellbeing and quality of life.  Although there were 

five different therapies mentioned throughout the interviews, the three most frequently identified 

integrative therapies, massage and touch healing, nutritional therapies, and yoga, will be 

described here.  

 Massage and Touch Healing.  This was the most requested therapy by cancer survivors.  

Massage therapy, in general, is a technique where therapists “press, rub, and otherwise 

manipulate” the body’s muscles and soft tissues.
9
 Similarly, touch healing is a relaxing energy 

therapy that “assists in balancing your physical, mental, emotional, and spiritual well-being.”
9
 

Cancer survivors utilize these therapies because of their calming nature.  Informants noted that 

these integrative therapies relieve stress and anxiety, which is another reason why they are 

widely used among cancer survivors.   

 Nutritional Therapies. Nutritional information and therapies were requested by two of the 

interviewees.  Many cancer survivors use nutrition to supplement their primary treatment to help 

decrease the intensity of treatment symptoms.  It is believed that “nutrition and stress reduction” 

is greatly needed and requested by cancer survivors in the area (Community Organization 

Volunteer).  Therefore, nutritional information and education is requested and needed as a 

resource for this population. 

 Yoga.  Yoga was requested by two community organization representatives.  Yoga is a 

mind-body practice that combines “physical postures, breathing techniques, and meditation or 

relaxation.”
9
 Like touch healing, yoga is greatly requested by cancer survivors because it calms 

and relieves stress.   
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Service Gap Themes 

 The final aspect that this community needs assessment was designed to address were the 

service gaps that were seen in the Tucson area.  Service gaps are not specific resources or 

therapies needed by survivors, but instead, more general themes of needs that must be addressed.  

The most frequently identified themes were: the need to work with smaller communities, to 

provide information outside of the physician, and to offer long-term patient follow-up.   

 Work With Smaller Communities.  This was the most frequently mentioned service gap in 

the Tucson area.  The organizational representatives stated that it is much more beneficial for a 

group like LinkIN! to work with smaller groups of individuals, rather than trying to address the 

entire cancer population in Southern Arizona.  It was stated that “it is easier and more productive 

to work with smaller communities, as opposed to larger groups” (Community Organization 

Professional).  Included in this gap were the requests to address the needs of the Hispanic 

community.  It was noted that there is a “lack of resources for the Hispanic patients,” and there 

must be a push to develop these resources for this growing population in our community (Cancer 

Patient Advocate).   

 Provide Information Outside of Physician.  Five interviewees stated that there is a need to 

provide information on the integrative therapies to physicians’ offices, but that this information 

should be given to the support staff rather than the physicians themselves.  Oncologists already 

address the patients’ primary treatment in a short appointment time. Therefore, asking the 

physician to present information on integrative therapies would not be efficient or effective.  It 

was noted that “information shouldn’t come from the physicians” but rather, it should be 
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“presented by someone else in the office that has information on integrative and alternative 

therapies,” such as the nurses and social workers (Community Organization Professional).   

 Long-Term Follow-Up.  Four interviewees suggested that there should be an emphasis on 

the long term follow-up of cancer survivors in the Tucson area.  The organizational 

representatives believed that survivors often times get “lost” after their primary treatment has 

concluded, and this service needs to be addressed.  It is also important to understand that “there 

is a difference between a ten-year and a two-year survivor,” and there needs to be a way to 

effectively provide for both groups equally (Community Organization Professional).   

Discussion 

 Overall, this community needs assessment effectively included a majority of the sectors 

of the cancer community in the Tucson area.  The group of individuals that were interviewed 

represented a range of viewpoints and organizations.  These representatives provided specific 

details as to the resources and service gaps that are needed by survivors that can be addressed 

and provided through LinkIN!.   

 After seeing the need for a consolidated resource list, LinkIN! has begun development of 

an online, comprehensive integrative therapy resource list.  Following the launch of the LinkIN! 

website in April, survivors are now able to search for integrative therapists based on the specific 

type of therapy they provide (e.g., touch healing, acupuncture).  Expansion and further 

development of this list should be the first priority of the LinkIN! team due to its perceived need 

by community informants.   
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 The team has also begun development of a cancer survivor network as recommended.  

The iThrive section of the LinkIN! website allows survivors to post comments, quotes, and 

support for other members.  As requested by many of the interviewees, iThrive has the potential 

to develop patient-survivor partnering, where mentors can be assigned to newly diagnosed 

cancer patients, and meaningful, lasting relationships can be built.   

The information that was obtained about integrative therapies requested could be used in 

a variety of ways.   LinkIN! is not planning to  provide the specific integrative therapies, but 

rather they hope to develop user-friendly ways for survivors to find and utilize therapies that are 

already widely available in the community.  Non-invasive therapies (massage, healing touch) 

seem to be more highly requested among survivors.  This is most likely due to the idea that upon 

completing their primary cancer treatment, which often consists of various injections, survivors 

are not inclined to take part in integrative therapies with needles and invasive methods.  It would 

seem that they would prefer slow-moving therapies, such as yoga, massage, and other healing 

touch therapies.  Linking survivors to credible therapists and negotiating preferred service rates 

would be among the prioritized areas for program development. 

It is important to note that the respondents in this portion of the needs assessment talked 

more about service gaps and resources than identifying specific therapies.  I believe this was due 

to the nature of my informants.  The individuals that I interviewed have jobs that work to 

understand and develop resources to provide to cancer survivors.  They focus on resource 

development, as opposed to therapy use among survivors.  Therefore, the number of requests for 

the resources and service gaps were much greater than the requests for certain therapies.  The 

other portion of this needs assessment, conducted by another student, dealt with interviewing 
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therapists and providers.  She most likely saw opposite results in her data, where there was more 

discussion on the therapies themselves, as compared to the resources.   

The final data obtained from this needs assessment were the service gaps as perceived by 

the community organization members.  I believe these results can play the largest role in shaping 

the future of LinkIN!.  As seen from the results, it should be a top priority of LinkIN! to work 

with the smaller communities in the area (e.g., Hispanics, American Indian).  By working with 

smaller groups of people, LinkIN! will be able to cater to the unique needs of each individual 

cancer survivor.  Also, the idea that information should be provided to the support staff outside 

of the physician could be easily integrated into LinkIN!’s development.  Since the program is so 

new, the information distribution has not been set as it has in older organizations.  Therefore, as 

LinkIN! aims to work with the Tucson providers, they will simply need to meet with the nurses 

and social workers of each office, instead of the physicians themselves.  The last service gap 

identified by a majority of the informants was the need for long-term follow-up for survivors.  

This is probably the most difficult gap to fill.  This is due to the long-term investment that is 

needed after an individual’s treatment has finished.  In-depth relationships must be built with the 

support team and the survivors to monitor the survivors’ progress, post-treatment.  I believe a 

program of this depth would require staff that is solely devoted to survivor follow-up in the years 

after treatment, but if it can be accomplished, it would be of huge benefit to the Southern 

Arizona cancer community. 

Project Strengths  

The LinkIN! community needs assessment offered clear direction for future development 

of services and resources.   Gaps in services and resources were addressed, and sound evidence 
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was provided to illustrate the Tucson cancer population’s needs.  One of the primary strengths of 

this project was the ability to reach such a broad number of informants in the community.  There 

was a range of personal, and organizational perspectives that were obtained during the interview 

process, each providing key results for the development of LinkIN!.  Another important strength 

of the assessment was the relationship building that occurred between the LinkIN! team and the 

members of the organizations that were interviewed.  This not only allowed LinkIN! to get their 

new name out into the cancer community, but it also built important associations for future social 

networking.  

Project Limitations 

 Several limitations can be identified in this needs assessment process that inhibited the 

full potential of the community evaluation.  The first of these was the time constraints that 

limited the number of informants reached.  As noted, there was a sufficient range of sectors 

represented, but there were still some groups that went unheard.  There were no Hispanic-based 

organizations interviewed, which would have offered a unique viewpoint as compared to the 

other national and local organizations.  Continuing with this theme, there was also a limited 

number of community agency volunteers interviewed.  Due to a lack of response, as well as time, 

only one volunteer was interviewed in this assessment.  Therefore, an interview over email was 

conducted, rather than the planned focus groups with community volunteers.  Overall, we were 

still able to define key gaps in service, but I believe the small collection of interviewees limited 

the full potential of the needs assessment.   

To address these aims, the interview process could have begun earlier in the year so that a 

larger, more varied sample could have been recruited for the assessment.  This would have 
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broadened the range of responses.  I would have also liked to more deeply question my 

informants about the key integrative therapies that are used by survivors.  I believe that this 

discussion focus was limited, and further examination might lend greater insight into the 

integrative therapy network being developed by LinkIN!.  

Conclusion 

 Planning and providing survivorship services for cancer patients is a highly varied 

process, where every patient has different needs and requirements.  Therefore, a single model 

cannot be used to design a program for the entire cancer community.  By implementing the 

results of this needs assessment, The University of Arizona College of Nursing and the LinkIN! 

team will be able to assist and meet the needs of the southern Arizona  cancer survivor 

population  effectively and safely.  Filling prioritized service gaps identified by the key 

informants of the cancer community organizations will allow LinkIN! to make lasting and 

effective changes in the provision of services and resources used by the cancer survivorship 

community.  
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Appendix A: Professional Interview Guide 

Community Organization Professional 

1. What is the official ACS perspective about the use and benefit of integrative therapies 

for cancer survivors on both a national and local level?  If there is a gap between 

national and local, how is it bridged? 

2. Are there other organizations that ACS has had associations with that provide 

integrative therapies? 

3. What services are missing in Southern Arizona that are needed by cancer survivors? 

4. In what ways would ACS want the new Sunstone to be altered so it is better received 

by people with cancer, their families and providers? 

5. What integrative therapies and programs would ACS encourage Sunstone to offer? 

Are there specific policies that address this that currently exist or are in development 

within the ACS? 

6. Tell me more about OASIS. 

 

Appendix B: One-on-One Volunteer E-mail Guide 

Community Organization Volunteer 

1. What is your position description with the American Cancer Society? How long have you 

been volunteering at this position? 

2. What complementary or integrative therapies (therapies to complement a patient's main 

treatment) does the ACS Community Resource Center offer? 

3. What service gaps do you see are needed by Tucson cancer survivors?  

4. What are the most requested services that you have encountered through the Community 

Resource Center? 
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Appendix C: IRB Exemption 
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