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Cancer Survivorshipin Vermont:
What we are learning and what we want to know

Some history.

In 2005, the Vermont State Cancer Plan was issyeldeébVermont Department of Health. One of the
goals of the Plan was to “Improve the quality & for people living with, through and beyond
cancer.” At the time it was estimated that ovefR8,Vermonters were living with a diagnosis of
cancer. The Plan states that “emotional supporgaing health maintenance, and social connections
can greatly improve the quality of life for canserrvivors.” An ad hoc committee of cancer survivors
was created to work on this goal. In 2006, this oottee was formally organized as the Vermont
Cancer Survivor Network (VCSN).

Surveying survivors.

In the spring of 2006, the Plan funded a focus grewrvey of cancer survivors. The major challenge
for the survey was recruiting participants. Isssigsh as patient confidentiality and the feelingd th
people diagnosed with cancer were facing maddficudlt, if not impossible, to reach out to survigo
The contractor worked with existing cancer supgooups to hold surveys in 5 parts of the statee Th
results of the surveys were:

Need for Support

The most predominant theme throughout the varibteatls of the focus group study was that
support plays a critical role for cancer survivddgspite its importance, the need for peer
support is being poorly met in the state.

Need for Information

The majority of focus group participants describgarofound and ongoing desire for
information. Survivors want to have informatiorieréd to them rather than always having to
search for it.

Transitions and Emotional Well-Being

The end of treatment was experienced as a diffanudt sometimes frightening transition, even
when outcomes are positive. Survivors are genesaliprised by the depression and anxiety
that occurs during these transitions becausedheyarely advised that a period of emotional
adjustment is common. Emotional support and cdingsdike information, needs to be offered
on an ongoing basis as individuals' needs change.

Medical Care

Survivors were generally satisfied with the quatifytheir cancer-related care. The challenge
for many comes in the area of routine care aret-gfire. Lack of clarity about whether to be
followed by an oncologist or primary care provitkea concern.

Financial Concerns

While almost all participants had health insuraofceome kind, cost and underinsurance in its
various forms were major issues for many. The liskween insurance and employment is
problematic.



Decision-Making and Navigating Systems

Participants wished in hindsight that they had kndwow to be more involved in making
decisions. The need for assistance with servioedomation, advocacy, and navigating service
delivery systems was a theme across the focupgrawut few had received this type of
assistance.

The grant.
With the focus group results in hand, the two faansdf VCSN, Ellen Fein and David Cranmer,

approached Dr. Berta Geller, a researcher at thetsity of Vermont, to see if there was a bettayw
to determine the unmet needs of cancer survivov&emont. Geller, having experience in the
development of a mammography registry, submittgthat proposal to the National Cancer Institute
to test if a registry of cancer survivors couldcbeated in Vermont.

The original application did not receive fundingt based on the feedback received; the proposal was
revised and submitted in 2007, narrowing the famfube study to the four northwestern counties of
Vermont.

The Vermont Cancer Survivor Surveillance System received R-21 funding from the National Cancer
Institute (4/08-4/10). The goal was to test if veaild start a population based registry of cancer
survivors, using community based participatory aesle. Geller started working with the cancer
registrars in the four local hospitals to develamafidentiality agreement and enlist the suppbrt o
each hospital.

There were two aims to be addressed by the stuadky, @etermine if cancer survivors would be willing
to participate in a registry. Two, demonstrate hbeinformation from this registry would be used.

Aim 1- Will Cancer Survivors Participate in Reqgistry

Study initiation.

As the funding was for community based researchi®ached out to the VCSN to recruit a steering
committee to oversee the implementation of thetgiime committee consisted of cancer survivors
from each of the four counties, cancer registrang, survivor advocates, along with the UVM research
team.

A name was chosen for the project, @ancer Survivor Community Survey (CSCS), and printed
information material was created. An initial lettequesting participation was developed along with
one-page survey. This package would be mailedoopéatients from each participating hospital’s
cancer registry with a cover letter from the haajstChief Executive Officer. In the two American
College of Surgeons (ACOS) Commission on CancerGQ@egistries we invited patients diagnosed
with cancer from 1990 through 2006 , and in the hwo-ACOS COC registries we invited patients
who were diagnosed in 2006.

Building community awareness.

Since there were concerns about the public awasesfabe local cancer registry, as well as the need
to collect information, survivors from each coumtgre recruited to join a local task force to spréed
word. Articles and letters were printed in newspa@ad in hospital newsletters. Volunteers appeared
on local public access and broadcast televisioth spoke at senior citizen centers and to locale&anc
support groups. Posters and flyers were distributdaocal gathering places.




The invitations to participate in the registry wemailed on a county by county basis starting in
November 2008. The first of two lessons learned thasmany invitations came back undeliverable.
The UVM research team was able to update many sskelseand re-send the packages (and update the
local cancer registry). The second was that manmyndgaters travel to warmer climates in the winter,
leading to many late returns in the spring.

Results from the initial mailing.

Over 7,200 invitations were mailed to survivorswihnich they were asked to complete a short
demographic survey, even if they chose not to gipgte in the registry. These data are being used t

compare those who agree to participate with thdse @ not.

Of the total invited to participate, 1,099 werauraed for bad addresses. A total of 3,302 respgnded
2,005 agreed to participate in the study, 1,29Timed, of these a total of 2,942 filled out a short

demographic survey.

1,099 (15%)
Bad Addresses

2,729 (38%;)
No Responses

71 (1%)
Deceased

23 (<1%)
Declined,
Unable to
Participate

Group 1: 5,196 (72%) — Not Participating

Group 2: 2,005 (28%) — Participating

CSCS Responses

7,201 People*
Invited

31 (<1%)
Declined,
Don't Have
Cancer

2,005 (28%)
Agreed to
Participate

(1,989 returned
1-page Survey)

1,216 (17%)
Declined,
No Reason
(953 returned
1-page Survey)

27 (<1%)
Declined,
Other Reason

* These are gligible people, More people were invited initially, but selection criteria subsequently changed, and some people wera dropped
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Demographics

Average age 67 71
% of males 40% 44%
Average age of male:68 72
Average age of 62 70
females

Are you...?

Married 70% 60%
Divorced 10 12
Widowed 12 21
Separated 1 1
Never marrie 6 5

A member of an 2 1

unmarried couple

Are you currently...?

Working for pay at a 28% 12%
full time job

... ataparttime job 14 8
Not working 39 29

- retired 48 40

- looking for work 2 1

- a home maker 5 3

- a non paid voluntee 4 2

- Unable to work due 6 4

to a disability



What is your highest level of education that yompteted?

Less than high schoo7% 18%
High school graduate24 33
Technical school or 21 20
some college

College graduate or 49 29
more

Which of the following best indicates your familydsnual income in 2007
from all sources and before taxes?

Less than $20,000 11% 23%
Between $20,000 & 16 24
$35,000

Between $35,000 & 18 23
$50,000

Between $50,000 & 20 15
$75,000

$75,000 or more 28 15

Areas of research about cancer survivorship impottayou.
Physical health 67%

Emotional health 59

Activities of daily 46

living

Relationships with 45

doctors

Financial well being 36

One’s ability to think 30

Spiritual health 27
Social health 22
Employment 18



Quotes from study participants.

Over 200 responders wrote notes on the survey. Maag the back side of the survey or added
several hand-written pages to their response. Bl@rgsome examples...

Tried to apply for financial assistance at youilfgcand for cancer patients/survivors in my
home county when we encountered a necessary hddsepair. Told didn’t qualify because |
wasn’'t an “active” cancer patient in both settingerry folks, once you’re dx’'d w/cancer it’s

still there just because you’re not barfing fronecto or radiation you are always a statistic and
a person with cancer.

I’'m extremely grateful for the extraordinary compias and care at the Breast Care Center,
FAHC. The reach-out of the Reach for Recovery vidanat the onset of my diagnosis was
very encouraging and helpful. I'm a journal wriggrd writing in my journal was amazingly
therapeutic and healing.

| had no support of any kind not from my familyasty one else. | was laughed at, and called
names also told | was now a one headlight becaasky had one breast. Now it is too late to
offer me any help or support of any kind. | livers¢ now and that is the way | want it. | do not
want to be around other people. Maybe | am a redbus at least | am not being laughed at or
being called names any more.

If | find out | have breast cancer again | [surei§ll not go and have anything done. I'd rather
die than go thru this all over again. It isn't worit to me.

Huge treatment costs and 5 years medications eitannsurance a real hardship.

Proud Vermonter won't see doctor because he cHolitdait.

My attitude is different from that of many cancanavors. | prefer to forget that | am one of
them, and go on with my life as long as possiblei¢tv is not long). | hope you won't remind

me of cancer anymore.

Examine. Look for change. Early diagnosis=earlyeaurdormancy. | still have dormant
prostate cancer. Either that or 84 years has rumedex life.

| am vertical and ventilating. Enjoy a beautifuhsge. | am fortunate.
| don't like the word survivor. | realize it has mapositive connotations, but it carries with it

its opposite... in order to be a “survivor,” you miisst be a “victim.” | don’'t have a better
word yet. Maybe you can help us find one.

Themes from initial survey comments.

People used the following resources:

Complimentary health care providers
Financial aid
Web sites, books



e Social, emotional and spiritual support from famflyends, volunteers, health care providers,
churches
Examples of suggestions for resources for canagisus
Like cardiac rehab why not something like this¢ancer survivors?
Support for children and teens of cancer patients
Information about what symptoms may signal recureen
Advice / advisor 1 yr post treatment to go overdseat this time

Some people who were invited did not have cancer.
e QOur cancer registries are required to registersctsd are suspicious for malignancy findings.
When they turn out to be benign they may not beoraad from the registry.
¢ \What constitutes a reportable case has changedimeer

Many people called or wrote that they did not heaecer.
e Cancers that required nothing more than surgerg wien not thought of as a cancer such as
melanomas, carcinoids, come sarcomas, polycytheenéa
e One woman did not know that an oncologist was a@aspecialist.

Discussion

We tested the feasibility of starting a cancer sumvregistry for the purpose of learning about the
effects of having been diagnosed and treated fozeraand were successful in recruiting 2,005
survivors willing to be invited into future reselrstudies. Despite the considerable community
involvement to explain the purpose of the regisitigse who volunteered to be registered were more
likely to be urban, more educated, have highernmepand less likely to be working full time. It is
disappointing to not have an equal representatioaral, low income, and less educated cancer
survivors in the registry because we expectedtttsmtommunity-based participatory approach would
increase participation.

Our study was different than other studies becéusguired little effort to participate. A sunav

could participate in two ways: complete a one pageey (2,942/6,031; 49% participation) or agree to
be in the registry and available to be invited ifuture studies (2,005/6,031; 33%). Because ofwite
easy ways to participate and the community involeenin getting the word out about the study we
expected a high response and participation rate pékticipation rate for joining the survivor regys
was higher than or similar to other cancer survatadies that used cancer registries to recruit
participants. Some cancer survivors do not considecer important to them; others prefer not to be
reminded of their cancer; while others think thwedit stories are uninteresting. We had hopedadbhat
effort to get the word out about our study woul@lae us to increase our participation rate. Pexrhap
our task force volunteers were not sufficientlyresentative of all the sub populations that exigtiw
the communities and therefore we were unsuccessfahching the lower Social Economic Status
(SES) population.

Several major national reports have highlighted the underserved, those with low incomes, low
educational attainment, members of racial and etimimority groups and those living in rural areas,
have poorer outcomes from cancer. However, thewsuship experience of the underserved is not
well studied partially due to poor enroliment istodies. Lower SES may make it more difficult for
survivors to participate due to cost of travelecaf others, longer and less flexible working hcamd
literacy issues. In our study in addition to lowsrome and less education we found that workirig fu
time was correlated with not participating. Alsoderserved populations may have an inherent
distrust for the health care system and sciengemeral.
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Conclusion

We are pleased that for almost all the subgrousiirstudy we have a large number of participants
willing to be invited into future research studi@ge believe that we have sufficiently large samplies
most subgroups to do future research among theecancevivors, including 66 with less than a high
school education, 160 whose annual income is less$20,000 and 823 who live in rural areas. We
encourage others to use our registry to conduatdutesearch. More research is needed to learn how
to increase participation in survivorship reseamwstong the underserved populations.

Aim Two — Better Understanding of Cancer Survivors’Needs

For the second phase, the steering committee desldested and conducted a 12-page survey to
gather information about survivors’ needs and ifgoihmet needs. The purpose is to use the research
to improve services and support for Vermont cascevivors.

The research team is analyzing results of the nead®y, which was completed in 2010. The survey
was sent to the 2,005 members of the survivor iggiSf those, 1,668 people, or 83 percent,
responded.

Sample page from survey.

S U rmr s e v 1

6. EMOTICNAL, SOCIAL, AND SPIRITUAL NEEDS. Piease check anly ONE of the three
baxes io the right of each statemant to Indigate that you had no need In that area, If you had a 6. EMOTIONAL, SOCIAL, AND SPIRITUAL NEEDS — CONTINUED
need and |t was met, or you nad a need and 1 was not met.

SINCE YOUR CANCER DIAGNOSIS, | Mo nead or Had nead and | Had need and

SINCE YOUR CANCER DIAGNOSIS, | No need or Had need and | Had need and DID YOU HEED... not applicable | It was mat It was not met
DID ¥YOU NEED... not applicable | It was met It was not met
1. hsip laaming how to cops with
a. help In figuring out what was your somstimas catastrophic |:| |:| |:|
most important In your (a7 |:| |:| |:| feara?

m. help managing your concerms

b. guldancs In coping with mixed
g ping about the cancer coming back?

advlce from family and friends?

n. help knowing how to support

. someaons to talk with whan your partner andlor Tamilly?

8adNass oVarcams youy

o. help dealing with ths Impact that
cancer has on your mlmlonshlp
with your partner?

[-%

. epportunitiss to explore
religlon andlor epiritual
practicas?

&. opportunitias to snars your
religlous andror apiritual
practicas with othera?

p. fo talk witn others who nave
sxperienced cancer?

. help hanaling the tople of cancer

r o riunities to t
phs ¥ In sockal andior work sltuatlons?

mindmedyrspirt therapies such
as yoga, tal chi, or mazsage?

I. halp trying to make decisions
about your iife In the context of
uncertalnty?

. help reducing siress In your
7 n [

OPTIONAL COMMENTS ON EMOTIONAL, 3DCIAL, AND SPIRITUAL HNEEDS:

. more contact and support from
tamily memboars?

oo o) o)t
I I I I I I O

oy o|jojoooaQ

h. more contact and support from
non-family membars?

1. 3 group of peracn with wnom
you falt aafs expressing how you
really fosl?

| help soriing out your feslings
about death?

k. help finding ways to reduca
your womying?

Uoy/o|/o/o|/o|o\o)ig |t
OO oo/ oyog it
Ooo/ooo|o|o|gg




While results are preliminary, the study found thiatvivors’ needs and unmet needs were related to
factors such as age, sex, type of cancer, numbegatiments, education and other characteristics.

For example, male survivors who were older (70bmva), who had been diagnosed with melanoma at
Stage 0 to 2, and treated with one to two typdseatments, tended to have lower needs. On thez oth
end of the spectrum, female survivors under agel®were diagnosed with lung or multiple cancers
at Stage 3, and who had four or more treatmemdgteto have higher needs.

When looking at where the unmet needs were, 3®peaf respondents said they had unmet needs in
the area of emotional, social and spiritual sup@&tpercent said access to information; 23 percent
said help with physical issues; 18 percent saig@sxto care and services; and 14 percent said
assistance with economic and legal issues.

The top cancer survivor needs (whether they wetsomgnmet) were:

To feel like you were managing your health togethi¢ih the medical team.
More information about after effects.

Information provided in a way you can understand.

Assurance your doctors talked to each other todioate your care.

More information about your cancer.

arwnE

The top cancer survivor unmet needs were:

Help in reducing stress in your life.

More information about after effects.

Help finding ways to reduce your worrying.

Help managing your concerns about your cancer ogivéck.

Help dealing with the impact of cancer on your tielaship with your partner.

agrwnE

A closer look found a need for greater coordinabbnare, and more information about side effects
and after-effects of treatment, as well as betteess to complementary and alternative medicine.
There were also unmet needs in the areas of sexalon/fertility issues: adjusting to body chasge
and dealing with partner.

The results of this survey will be used in devehgpihe survivorship goals for the Vermont State
Cancer Plan as well as in planning for future VG&Mvities.

As part of the survey, survivors were invited totevin optional comments on unmet needs. Many
individuals voiced that they may have made a déffiédecision if they had known about the long term
effects of their treatment. There also seems @ laek of long term support options for the perdd
time after treatment as well as for people who Hass “common” types of cancer.

Here are some examples of the responses...

* “The medical profession was completely unsupporbivalternative treatment as they did not
recognize any other treatment than surgical rembval

* “My care became splintered for me. Two of my phiggis have left and | do not feel as
connected or supported now.”

*  “You are told what has to be removed and why, lmathw it will affect you.”

*  “Would have like information on natural herbal treants. Nothing was offered.”
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* ‘I believe that it is important for patients/surens to learn of the various ways (diet, exercise,
meditation, etc.) that they can help themselvesjusb during treatment, but after treatment is
over.”

* “The Internet, while useful, can be a source oagenxiety: at least it was for me.”

* “The biggest problem was not being able to talkutlmoy cancer and get support, you feel
alone and helpless.”

* “l would like to see [medical professionals] haversacommunications. On several occasions |
was left to clean up the mess where one doctonalidknow what the other was doing. | was
the one caught in the middle left holding the INgBa

* “There needs to be more for young survivors.”

* “Once | was done with treatment | was sent ouiv® iny life on my own. No further
information or resources was given to me.”

* “Sometimes it is very difficult for my family to ulerstand how | feel and worry about my
cancer coming back. It adds a burden on them.”

* “What | really needed was a group/support systeer ahdiation to get back to living life.”

* “Surviving financially kept me up almost as manghts as the chemo. | will never fully catch
up and retirement is out of the picture...and | ara ohthe success stories.”

» “Cancer patients are going without treatment orehaadequate treatment because of lack of
funds and health care. This is a disgrace that bristddressed.”

* ‘It seems that the cure for one problem leadsdbaan of other problems.”

Additional activities.

Since receiving the NCI grant, a secondary gramhfa local foundation was received to develop and
evaluate a peer social support system in the thiest rural counties. To do this, the University of
Vermont contracted with the VCSN to expand a progtlaey had developed called “Kindred
Connections”. This is a volunteer program thatgaiancer survivors to provide peer support foeioth
survivors in their community. It was piloted in 2808 in two of the counties, and was able to expand
into the third. The volunteers are supported thholagjow-up training sessions. To date, over 140
volunteers have been trained in these three cauntie

There are plans to apply for additional fundingrtake this a state-wide cancer registry.

CSCS

CANCER SURVIVOR COMMUNITY STUDY

For the Cancer Survivor Community Study
David Cranmer\/ermonters Taking Action Against Cancer, www.vtaac.org

tAre Cancer Survivors Willing to Participate in Reseh?
Geller BM, Mace J, Vacek P, Johnson A, Lamer Cn@rer D.
J Community Health. 2011 Feb 11. PMID: 21311959
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