Guiding women through diagnosis

“There really isn’t a right or wrong reaction tdeeast cancer diagnosis.” — Robin Lally,
associate professor of nursing at the Universigudfalo who is developing the CaringGuidance
After Breast Cancer Diagnosis program Sharon GantBuffalo News
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The first few days after a woman is diagnosed Wwittast cancer can be a whirlwind. What kinds
of treatments should they consider? What will tegtriew months look like? How should they
feel? The medical profession has gotten pretty goothe treatment side questions.

The emotional ones? That often can be another.dRmtyin Lally aims to change that.

Lally — a University at Buffalo associate profesebnursing and researcher, who also works
with Roswell Park Cancer Institute — is in the @ss of developing the Caring Guidance After
Breast Cancer Diagnosis program. “Our main goegadly distress reduction,” she said.
“Distress covers your thoughts and your emotiortsyaur behaviors.”



Lally, 49, who lives on Grand Island with her husthaBrian, is a Minnesota native who once
worked as a clinical nurse specialist at the Jana¢t@n Breast Center, outside Minneapolis-St.
Paul. She came to UB in 2006 and is leading osgarchers in the School of Nursing, on the
South Campus, in the online Caring Guidance effort.

The American Cancer Society, Community FoundatwrGfreater Buffalo and the Foundation

of New York State Nurses is helping cover the cbshe 2Y2-year effort, which will conclude
next year. After that, Lally and UB hope to offaetinternet-based program to a wider audience.
“There’s plenty of support groups and coping styege out there, but nothing that really
addresses specific issues that women have rightthty're diagnosed,” Lally said.

How can a woman participate in this research nol&yTan call or email me (at 829-2137 or
rmlally@buffalo.ed). You have to have been diagnosed within thetVestor three months. It
takes a couple minutes, we do a quick screenin@hey get a $25 Amazon gift card every time
they return their packets to us, up to $100.

What was your nursing job like in Minnesota? Thie yeas 95 percent psychology and about 5
percent oncology. We were dealing with all of thenvens’ initial distress. We were the ones
calling in the women and saying, ‘I'm sorry, youosy results did come back positive and you
have breast cancer.” We would do that sometimestbr four times a day, and we’d trade off so
we didn’t have to do it every day. That was difficu

Talk about the Caring Guidance program.

It's all about reducing stress and depressionaanxiety in multiple ways. Some women really
crave information, so there’s a lot of informatiarthe program. Others want to see that other
women have survived. That gives them strength atidation. So the program has six survivors
who tell their whole story. | interviewed them sifieally about certain aspects of their thoughts,
about their coping and their anxiety. So there\@@&from people who have lived through it.

It's Internet-based, rather than a book or pampbletause the idea is to get it to women as soon
after diagnosis as possible. They have access 24/7.

I've done interviews with women in Minnesota andrthnterviewed 26 women here. They

would say, ‘I don’t think I’'m acting normally. Myamily says I'm either too happy or I'm too

sad, or a lot of this and that.” There was a latefiection going on. There isn't really a right or
wrong reaction to a breast cancer diagnosis. Soomeen cry a lot, some don’t cry at all, or will
wait and cry a couple months from now. The progismlot of validation. We didn’t just sit

here in Wende Hall and make it up. The whole pnograas developed with the input of

survivors and experts: several psychologists, sutvanced practice nurses that work in breast
centers.

So the program can help serve as a guide?
We say it's information, support and guidance beedtican help to guide some of the thought

processes away from those thoughts that are goibg very distressful. Not that we’re going to
fix it, but offer strategies about thinking abokinigs in different ways.



We have tried not to make it too physiological hesayou can get that elsewhere. If you click

on the National Cancer Institute or the Americaméea Society, you can learn all about breast
cancer cells and types of surgeries. We do sulomedacts, and questions and answers, and we
start with four myths and facts, things that leadistress and can trip women up. The stats tell
us only about 10 percent of women get any psychedbgare, for all sorts of reasons. When
you're treated for cancer, you're seeing surgeorisancologists, people who care about you but
who don’t have the time or expertise to talk akallthese other things. ‘I'm feeling guilty.” ‘I

don’t know how to talk to my children about thi$hat’s not something your surgeon or
oncologist is necessarily going to talk with yowab

What do you recommend to women who are dealing thighdistress?

Part of the reason this doesn’t get addressedismtbmen don't bring it up, for all kinds of
reasons. Talk to your health care provider. Askualtite resources that their clinics have. A lot
have psychologists, social workers, chaplains,sametimes women, are afraid to access those
services.



