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 Module 10

Module 10:  Support for Patients 
and Caregivers

	Target Audience

· Community members 
· Staff of health programs serving [target population] 
Contents of 
Learning Module
· Instructor’s Guide with Pre/Post Self-Assessment and Self-Assessment Answer Key 
· PowerPoint presentation 
· Glossary 
· Resources for Learning More

· References 
Length
· Introduction of session/module overview (:05) 
· Pre self-assessment (:07) 
· Presentation of module (:30)
· Post self-assessment (:05) 
· Closing (:03) 

	Goals
In this session, participants will gain an understanding of the psychological and social issues that affect cancer patients and their caregivers. 

Objectives
At the completion of Learning Module 10, participants will be able to demonstrate the following: 

Section 1
a) Describe two emotions a cancer patient might experience after diagnosis.
b) Describe two ways to provide support to a patient facing cancer.
c) Describe two ways that make caregiving less stressful. 

Section 2
Give two examples of how cancer survivors bring a sense of balance back into their lives after cancer treatment. 

Section 3
Describe the role Survivorship Plans play in follow-up care after cancer treatment ends.

Measures of Objective Accomplishment
The presenter will administer a pre self-assessment and a post self-assessment to measure participants’ knowledge of the module’s objectives. The pre self-assessment measures existing knowledge and the post self-assessment measures what was gained through the learning module. 

	
	

	
	NOTE

· Each major learning point is clearly identified by boldface type throughout the guide and emphasized in the PowerPoint presentation.

· See the glossary (at the end of the module) for words that are in bold blue italics throughout the module.


Pre/Post Self-Assessment

Support for Patients and Caregivers
Do you agree (A), disagree (D), with these statements, or are you not sure (NS)? Circle your choice - A, D, or NS.
	1.
	A
	D
	NS
	Feelings of denial, anger, stress, and anxiety are common for a person who has just been diagnosed with cancer.

	2.
	A
	D
	NS
	Cancer is a disease that is best faced alone.

	3.
	A
	D
	NS
	A cancer survivor is someone who successfully completes cancer treatment and goes into remission.

	4.
	A
	D
	NS
	People who provide care for cancer patients may need periodic breaks to maintain their own emotional and physical health.

	5.
	A
	D
	NS
	Once a person has finished cancer treatment and they are in remission, they no longer need to worry about follow-up care.


Pre/Post Self-Assessment 
Answer Key
Support for Patients and Caregivers
The correct answer to each question, agree (A) or disagree (D), 
is underlined and in red.
	1.
	A
	D
	Feelings of denial, anger, stress, and anxiety are common for a person who has just been diagnosed with cancer.

	2.
	A
	D
	Cancer is a disease that is best faced alone.

Note:  Many people can help provide a cancer patient with emotional, spiritual, and practical support.  They include family members, friends, other cancer patients, community members, support groups, and health providers.

	3.
	A
	D
	A cancer survivor is someone who successfully completes cancer treatment and goes into remission.

Note:  A cancer survivor is anyone who has been diagnosed with cancer, from the time of diagnosis through the rest of his or her life.  

	4.
	A
	D
	People who provide care for cancer patients may need periodic breaks to maintain their own emotional and physical health.
Note:  Offering caregivers regular relief from daily responsibilities can help them avoid overwork and burnout.  Caregivers need to be realistic about their limits.  

	5.
	A
	D
	Once a person has finished cancer treatment and they are in remission, they no longer need to worry about follow-up care.
Note:  All cancer survivors should have follow-up care.  Follow-up care means seeing a doctor for regular medical check-ups.


Section 1
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Coping with the Cancer Diagnosis - 
How to be Supportive


Coping with Feelings after the Diagnosis 
The first few weeks after the diagnosis are often the most emotional time of the entire cancer experience.  Feelings change rapidly from day to day or even hour to hour.  A person may feel denial, anger, fear, stress, and anxiety.  At times people with cancer and the people closest to them may also feel depressed, guilty, or lonely.  

People who have faced cancer say that these intense feelings don’t last long.  After a time of adjustment to the diagnosis, most people are able to move on and look forward to healing. It is important to remember that more and more people are surviving cancer and living many years beyond their diagnosis. 
It’s a Family Matter

Families are not all alike.  Family refers to the person diagnosed with cancer and those who love and support him or her.  Cancer will change a person’s life and the lives of the people, or his/her family, around them.  Routines may be altered, roles and duties may change, and relationships can be strained or strengthened.  

How a family reacts to a cancer diagnosis may depend on how they have faced hard times in the past.  Some families find it easy to talk about cancer.  They may easily share their feelings about the changes that cancer brings to their lives.  Other families may find it harder to talk about cancer.  The people in these families may be used to solving problems alone and not want to talk about their feelings.

Many families find that even though it can be hard to do, they feel closer to each other when they deal with cancer together.  A doctor or nurse can make a referral to a counselor that can help a family talk about the cancer diagnosis and what it means to them.

Keep in mind that when someone in a family has cancer, there may be changes to the roles and responsibilities in the family.  For example, a child may be asked to do more chores or a spouse or partner may need to help pay bills, shop, or do yard work.  Sometimes families may have trouble getting used to role changes that may be required when a loved one has cancer.

Sharing Feelings About Cancer
Just as a person diagnosed with cancer may have strong feelings about cancer, their friends and family will react to it as well.  For instance, friends and family may:

· Hide or deny their sad feelings

· Find someone to blame

· Act mad for no real reason

· Make jokes about cancer

· Pretend to be cheerful all the time

· Avoid talking about cancer

· Stay away from the diagnosed person, or keep visits short.

It can be hard to talk about how it feels to have cancer, but talking can help.  Many people find that they feel better when they share their thoughts and feeling with their close family and friends.  Friends and family may not always know what to say, but they can help by just being good listeners.  They don’t need to give advice or say what they think.  They simply need to show that they care and are concerned.

Some people need time before they can talk about their feelings.  And sometimes when they are ready to talk, their friends and family may not be ready to listen.  Sometimes people can’t put their feelings into words.  Sometimes they just want to hug each other or cry together.

For many it is hard to talk about being sick.  Others may feel that cancer is a personal or private matter and find it hard to talk openly about it.  In cases like this, it may be good to think about other ways to share feelings.  For example, it may be helpful to write about feelings in a journal or diary.  
Writing about feelings is a good way to sort through them and a good way to begin to deal with them.  Journals can be personal or shared.  Some people use a journal as a way of talking to each other by leaving it in a private place where there loved ones can access it, read it, and also write in it.  In this way, they know how the other is feeling without speaking aloud.  This can also be done with e-mail or through a blog.

Sources of Support 
No one needs to face cancer alone.  Many people can help provide a cancer patient with emotional, spiritual, and practical support.  They include family members, friends, other cancer patients, community members, support groups, and health providers.  For many American Indians and Alaska Natives (AI/AN) traditional healers are also an important part of supportive care.  Traditional healers may conduct ceremonies for patients and their loved ones.  These ceremonies may help individuals express their feelings and increase the bonds of support between those affected by the diagnosis.  


Some people are also active in formal religious organizations.  These organizations may serve as a source of support for both the patient and the family.  In addition to offering special prayers for recovery, some churches may provide services such as meal preparation and house cleaning.
People facing cancer who seek and receive support during their illness may find that they are often better able to cope with their problems.  Many speak of how the support of other people cheered them and improved their outlook on life.  Those who help also benefit.  Having the chance to help with practical things can help put others at ease, and make them feel good about being able to do something meaningful. 

Suggestions to make caregiving less stressful 


Caregivers are the people who help a person diagnosed with cancer with their day-to-day activities such as bathing, getting dressed, or preparing food and eating.  Caregivers are often family members or close friends.  It may be helpful to build a team of caregivers so that one person isn’t depended on for everything, because just like the person diagnosed with cancer, caregivers need help and support.  

People who provide care may need periodic breaks from caring for their loved one to take care of themselves both emotionally and physically.  Offering caregivers regular relief from daily responsibilities can help them avoid overwork and burnout.  Caregivers need to be realistic about their limits.  They should ease into helping and should not try to do everything at once.  This will lessen the chance of becoming overworked and stressed.  Attending a support group and talking to other caregivers can be helpful.  Sharing emotions by trusting and talking to family and friends and making time for yourself is also important.  Finding volunteers, community resources, or relatives to help can lessen the likelihood of becoming overwhelmed. 

Section 2
Life After Cancer Treatment – 
On the Path to Recovery3

Facing a cancer diagnosis and surviving cancer treatment may be the greatest challenge a person will face in their lifetime.  It is an important time during which many individuals work through their own personal feelings about death and how they may want to live the rest of their life. 
The end of cancer treatment is often a time to rejoice.  When treatment ends, some people may expect life to return to the way it was before they were diagnosed with cancer...but it can take time to recover.  The person diagnosed with cancer and their loved ones need to come to terms with what has happened and figure out a “new normal”.  This means getting back to the old life, but in a way that is probably different than before.
Attaining and maintaining balance becomes an important part of recovery.  Some people may find it easy to bring a sense of balance back into their lives by returning to work and getting back into a routine.  Choosing activities that provide a sense of purpose may also be helpful.  Having fun and spending time with family and friends is important.  It is important to remember that energy levels may be low after treatment, and recognizing physical limitations will prevent becoming overly tired.  Getting enough rest is important for keeping physical and emotional defenses strong. 

Some people say that putting their lives in order makes them less fearful of cancer returning.  Setting a daily schedule, being a participant in health care decisions, keeping appointments, and making lifestyle changes are among the things a cancer survivor can control. 

Some cancer survivors become active in their community after recovery from treatment.  Getting involved in cancer-related activities is like a two-way street.  When survivors help others, they also help themselves. 

Section 3
   Life After Cancer Treatment – Survivorship

Who is a survivor?  A cancer survivor is anyone who has been diagnosed with cancer, from the time of diagnosis through the rest of his or her life.  Family members, friends and caregivers are also part of the survivorship experience.  The word “survivor” helps many people think about embracing their lives beyond their illness.

There are more than 10 million people in the U.S. today who are cancer survivors.  Three out of every four American families will have at least one family member diagnosed with cancer.  While cancer is a major event for all who are diagnosed, it brings with it the chance for growth.  As hard as treatment can be, the cancer experience leads many survivors to make important changes in their lives.  They take time to appreciate each new day.  They also learn how to take better care of themselves and value how others care for them.  Others draw from their experience to become advocates to improve cancer research, treatment, and care. 

Worrying about cancer coming back is normal, especially during the first year after treatment.  This is one of the most common fears people have after cancer treatment.  As time goes by, many survivors report that they think about their cancer less often.

Survivorship Care Plans


In 2005, the Institute of Medicine issued a landmark report, From Cancer Patient to Cancer Survivor: Lost in Transition, which called for the development of a “survivorship care plan” by each cancer survivor.  A survivorship care plan should include a record of the person’s medical history, a summary of their cancer diagnosis and treatment, and a follow-up plan for health care.  Cancer survivors should work with their healthcare team to create a survivorship care plan.
  Resources are available to assist with the development of a survivorship care plan.  Survivorship care plan templates are available from the American Society of Clinical Oncology, American Cancer Society, National Coalition of Cancer Survivorship, and the Lance Armstrong Foundation.
All cancer survivors should have follow-up care.  Follow-up care means seeing a doctor for regular medical check-ups.  A person’s follow-up care will depend on the type of cancer and type of treatment they had, along with overall health status.  In general, survivors usually return to the doctor every 3 to 4 months during the first 2 to 3 years after treatment and once or twice a year after that.  At these visits, the doctor will look for side effects from treatment and check if the cancer has returned or spread to another part of the body (recurrence).

After cancer treatment, many survivors want to find ways to reduce the chances of their cancer coming back.  Some worry that they way they eat, the stress in their lives, or their exposure to chemicals may put them at risk.  When a survivor meets with the doctor about follow-up care, they should ask about developing a wellness plan that includes ways to take care of their physical, emotional, social, and spiritual needs.
Needed for AI/AN cancer survivors is a more holistic approach to care that acknowledges cultural differences and practices, addresses learning needs about survivorship, and incorporates family and community resources as part of the overall plan.
  Use of survivorship care plans can provide benefit to [target population] survivors by serving as a method to help their primary care providers increase their knowledge and understanding of their cancer treatment history and future care needs.
  These tools can also aid in helping primary care providers feel more connected to the cancer specialty care team in the larger care network thus increasing their level of comfort providing for the care of survivors.
 
Cancer survivorship care plans can empower [target population] cancer survivors by helping them become active participants in their care.  As new strategies, they hold potential for helping survivors communicate and advocate for what they need not just to survive, but to thrive during their experience.  Use of these tools may ultimately help reduce the burden of this disease among [target population] and help them achieve the highest quality of life and survivorship possible.


Glossary of Terms
	caregiver
	A person who gives care to people who need help taking care of themselves.  Examples include children, the elderly, or patients who have chronic illnesses or are disabled.  Caregivers may be health professionals, family members, friends, social workers, or members of the clergy.  They may give care at home or in a hospital or other health care setting.

	diagnosis
	The process of identifying a disease, such as cancer.

	recurrence
	Cancer the has recurred (come back), usually after a period of time during which the cancer could not be detected.  The cancer may come back to the same place as the original (primary) tumor or to another place in the body.  Also called recurrent cancer.

	support group
	A group of people with similar disease or concerns who help each other cope by sharing experiences and information.

	survivor
	One who remains alive and continues to function during and after overcoming a serious hardship or life-threatening disease.  In cancer, a person is considered to be a survivor from the time of diagnosis until the end of life.

	survivorship
	In cancer, survivorship covers the physical, psychosocial, and economic issues of cancer, from diagnosis until the end of life.  It focuses on the health and life of a person with cancer beyond the diagnosis and treatment phases.  Survivorship includes issues related to the ability to get health care and follow-up treatment, late effects of treatment, second cancers, and quality of life.  Family members, friends, and caregivers are also part of the survivorship experience.  

	survivorship care plan
	A survivorship care plan is a coordinated post-treatment plan between a cancer survivor’s oncology team, primary care physician, and other healthcare professionals.  It serves as a record of a patient’s cancer history, cancer treatment, and recommendations for follow-up care.  


Resources for Learning More

CancerCare – Caregiving:  CancerCare provides free support for anyone affected by cancer.  Find support and helpful information for people taking care of loved ones with cancer on this web page.  http://www.cancercare.org/tagged/caregiving
Centers for Disease Control & Prevention (CDC) – Survivorship:  This web page provides information on cancer survivorship.  http://www.cdc.gov/cancer/survivorship/index.htm
CDC - The National Action Plan for Cancer Survivorship:  This web page provides information on The National Action Plan for Cancer Survivorship.

http://www.cdc.gov/Cancer/survivorship/what_cdc_is_doing/action_plan.htm 
Journey Forward - Survivorship Care Plan Builder:  Journey Forward is a program, designed for doctors and their patients who have recently completed active cancer treatment, that promotes the use of survivorship care plans.  http://journeyforward.org/
Lance Armstrong Foundation – LIVESTRONG Guidebook:  The LIVESTRONG Guidebook is a companion for cancer survivors as they navigate the health care system.  This two-volume set contains helpful information and journal spaces that help survivors address the physical, emotional, and practical concerns that they may have during the cancer journey.
http://www.livestrong.org/Get-Help/Learn-About-Cancer/LIVESTRONG-Guidebook 
National Institutes of Health (NIH) Senior Health – Life After Cancer:  This web page, designed specifically for elders/seniors, provides information about “Life After Cancer”.  http://nihseniorhealth.gov/lifeaftercancer/toc.html 
National Library of Medicine (NLM) – MedlinePlus - Living With Cancer:  This web page provides overview information on “Living With Cancer”.  It also provides links to other sites of interest on the same topic.  http://www.nlm.nih.gov/medlineplus/cancerlivingwithcancer.html 
National Cancer Institute (NCI) – Taking Time: Support for People With Cancer:  This booklet addresses the feelings and concerns of people with cancer and their families.  Suggests ways to manage and cope with the special problems that cancer can bring.  http://www.cancer.gov/cancertopics/takingtime
NCI – Caring for the Caregiver: Support for Cancer Caregivers:  This booklet provides practical and supportive information to help cancer caregivers cope during this stressful time.  This is a condensed version of the larger booklet, “When Someone You Love Is Being Treated for Cancer”, that is meant to address the needs of caregivers with lower reading levels.  Written at the fourth to fifth grade level.

http://www.cancer.gov/cancertopics/coping/caring-for-the-caregiver 
NCI – When Someone You Love Is Being Treated for Cancer: Support for Caregivers:  Provides caregivers with coping strategies to help them deal with the stress and anxiety associated with caring for cancer patients. Discusses communication skills, ways to get support, feelings, and the need for self-care. Lists additional resources for cancer information and support.
http://www.cancer.gov/cancertopics/coping/when-someone-you-love-is-treated 
NCI – Facing Forward: When Someone You Love Has Completed Cancer Treatment:  This booklet provides caregivers with coping strategies to help them shift their focus from treatment to recovery.  Discusses the transition to a “new normal”, communication skills and feelings, ways to get support, ahelping with follow-up care, and the need for self-care.  
http://www.cancer.gov/cancertopics/coping/someone-you-love-completed-cancer-treatment
NCI – Facing Forward: Life After Cancer Treatment:  This booklet covers post-treatment issues such as follow-up medical care, physical and emotional changes, and changes in social and work relationships.  
http://www.cancer.gov/cancertopics/coping/life-after-treatment 
NCI Fact Sheet – Follow-up Care After Cancer Treatment :  This fact sheet provides information about follow-up medical care for patients who have completed cancer treatment.  http://www.cancer.gov/cancertopics/factsheet/Therapy/followup
NCI – Facing Forward: Making a Difference in Cancer:  This booklet reviews the potential benefits of becoming involved in cancer-related activities, such as helping with outreach and education, fundraising, or raising awareness about research or public health issues.  Designed for anyone who has been diagnosed with cancer or affected by it in some way.  http://www.cancer.gov/cancertopics/coping/make-a-difference
NCI – Coping With Cancer: Survivorship: Living with and Beyond Cancer:  This web page provides links to resources that address cancer survivorship.
http://www.cancer.gov/cancertopics/coping/survivorship 

NCI – Cancer Bulletin: Special Issue on Topic of Survivorship:  This special issue of the NCI Cancer Bulletin, a trusted source for cancer research news, is focused on the topic of cancer survivorship.
http://www.cancer.gov/NCICancerBulletin/NCI_Cancer_Bulletin_101706 
NCI – Cancer Survivorship Research:  This is the home page for the NCI’s Office of Cancer Survivorship (OCS).  The mission of OCS is to enhance the quality and length of survival of all persons diagnosed with cancer and to minimize or stabilize the adverse effects experienced during cancer survivorship.
http://dccps.nci.nih.gov/ocs/ 
NCI – Cancer Survival Statistics:  The NCI Division of Cancer Control and Population Sciences provides reports and monographs on cancer survival statistics.
http://surveillance.cancer.gov/statistics/types/survival.html 
National Coalition for Cancer Survivorship – The Cancer Survival Toolbox®:  The award-winning Cancer Survival Toolbox® is a free, self-learning audio program to help people develop important skills to better meet and understand the challenges of their illness.  The audio programs address scenarios for many topics and issues cancer patients/survivors face during their cancer journey.  The conversations touch on issues from how to communicate with your doctor, family and loved ones, to understanding complicated financial issues.  Each scenario is inspired by true stories of real cancer patients/survivors.  http://www.canceradvocacy.org/toolbox/   
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please refer to the �Dictionary of Cancer Terms at � HYPERLINK "http://www.cancer.gov/" ��http://www.cancer.gov/� or �call the National Cancer Institute’s�Cancer Information Service at �1-800-4-CANCER (1-800-422-6237).








�If you target population has something equivalent to a traditional healer, you can tailor this section to address that.


�You can tailor this section to address needed approaches among members of  your target population.
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