Model Volunteer Consent Form, #3

Lackeround

survey has

fesearch aboul stigmalized ncurable, genelic, or sexual diseases, or illesal behavior such as
substance abuse or prostitution, all have similar risks

h1s hypothelical research is in ahd by a hypolhetical Family Crisis Cenler, Serving ballered women in
a rural reservalion communly. /[l provides drap—in counselns Services; sheller 1s proviaed by a
network of “Salfe Homes ” Ihe research is in o phases: /1) use the existing dala of the mnitial care
mlerview by the counselor; and /2 do follow-up imterviens at 1 and 6 monihs. I the data in the
Airst phase were anonymous, lhe phase could be exempl Irom 5 review by “using exisiing dala
anonymously.” However, lhe researchers wanl lo remforce lhe empowerment of lhe women.  1hus,
Lhey chose lo ask for consent 1o use even lhal existing dala.  1he benelils, risks, and management of
7ISks for parficipaling in lthe research for lhe polential volunleer are primarily lhe same as lhose /or
the woman gomng o [he Cenler for help, and /éd veen covered extensively in lhe discussion between
counselor and womar.

A first plannine Sf?ﬁ for any researcher domy ‘preater than miinimal social risk” research s lo oulline

Lfully all lhe polential social and physical risks o ls kind of research, risks oflen include:

- loss of conlidentialily aboul lhe idenlily of the volunleers,

- loss of confidentialily avoul the information given by the volunleers;

- lrigeering niernal conflicts within volunieer-respondents, ez, emotional reactions or needs

- lrigvering external conllicls of social, slemalizing or paysical daimagoe qeainst volinleers, ez,
assalll by abw/'/zﬁﬂ partners or /%m/ action by authorities, i stuay participalion in the stuay
became known.  In some research (eg, aboul felal alcobol syndrome) the people al risk
mclude not only the subjects of the research but lhird-parlies (eg, the molhers) as well

Ihe next siep 1s lo ensure thal the research melhods munimize the risks lo the volunteers and any
olhers  The researcher must Iry [o ensure confidentialily, we sugoest relying on anonymily whenever
possiple. 1o minimize emolional risks lrigeered by the research i1Lsell the wmlerview lime must mnclude
extended listening, venlilaling discussing and referral lo counseling services.  (Cooperalion of
counseling services must be oblamed before approving the research,) If lhe research concerns illegal
behavior, epg, a study of AV and risk lactors amone prostitules, the researcher may need lo have lhe
cooperalion of local legal aulhorities. [ there is a risk of lriggering violence by ﬁb[/S/%ﬂ ariners, lie
researcher must ensure thal nolhing given can 1dentily a person as a respondent. sk lo lhe
communily must be munimized, oflen by researchers and communly aereeins aboul publicalion, 4.,
whether to 1dentily the communily.

fesearchers should also maximize benelits of lhe research lo each volunteer and community.  hey
must ensure avallavilily of services (o lhe volunleers. for a survey of felal alcotol syndrome, for
1nstance, researchers should Lnk (o established or help establish,

lrealment.

fesearch involving emotionally—vulnerable subjects should avord mnstitutional pressure by caresvers.
any patients who are dependent on caresivers” hejp may leel thal refusing lo lake part will lead lo
loss of the care lhey need mn spite of lhe wrillen “non-coercion disclaimer” in consent forms.  Une
way lo avoid the problem 1s lo emphasize repealedly the Ireedom lo refuse. Another is lo have al
least the consent, and somelimes the research as well done by people other than lhe &?/”57?/’75/”57 (I
this hypothetical project, the researchers did nol wanl lo inlroduce a siranger imnlo the relationsiip,
aue lo exireme vulneravility of victums of domestic ballering thus, they fell thal the counselors
should ve the people lo solicil consent and do the lfollow—up research. bul bolh the counselors doing
Lhe verbal explanalion and the consenl form repealedly emphasized lhe freedom Lo choose,) In an
actual project similar lo this hypothelical research, several women aid refuse lo lake part, indicaling
lrue Ireeqonm.

Hlease nole a specilic aspects of the hypolhelical research and model Volunieer Consent form.  The



need for a Cerlificale of Conlidentialily depends on: 1/ lhe guestions asked: and &/ if the Federal
Privacy Act applies. ln Lhis hypolhelical case 1/ the survey includes lesally sensitive answers aboul
Lhe subject and lhird-parlies, and lhe survey relains idenlifiers for the longrtudinal survey; and &f lhe
Family Shéller is nol a lederal facility.  Thus, lhe researchers gol a Certilicale.  The explanalion aboul
lhe Lertilicale should be sthorl and undersiandadle, nol long and m lesalese.



Volunteer Consent to a Study about Domestic Violence

The NoName Family Crisis Center asks you to take part in a research study about violence in
the homes in NoName community.

The study will help us understand the type and severily of violence thal occurs in
NoName homes. The Crisis Center will use the study to plan better programs to
prevent domestic violence, and to treat the family victims of violence including
children.

We are asking to interview all women seen by the Center. Please understand thal you
will always get care by the Family Crisis Center whether or not you agree to take part!

If you agree to take part, your counselor will pul some of your story into the research.
Neither you nor anyone will be named or identified.

You told the counselor your history already. If you agree, she will use the facts of
your history for the study. She may ask a few more questions, to complete your
history. An IHS doctor will also review your chart for injuries you had that may be
related to problems with your partner.

She will also want to talk with you in 1 month and 6 months.
She will ask you how you are doing. You can tell her then what you thought about
the Crisis Center, and whal should be dene to help you and other women, families, and
children.
She knows thal your partner may be angry if he found out you talked with us. So,
she will ask you what is the best way to contact you to set up a time to talk. She
will contact you only by the way you want.The Family Crisis Center is a safe place to
come and talk.

The benefits to you taking part are seeing your counselor on a scheduled basis.
She will help you think through your situation, like she did today. You both can

discuss your needs then; she may suggest programs or people that can help you then.

If you take part, however, the main benefil is to the community.



The Crisis Center will use the results of the survey to improve programs to help
families, women, children, and partners in need. You and your family are not alone!
More than 1 out of every 5 NoName families have suffered violence.

You may experience discomfort by taking parl. The Family Crisis Center has tried to prevent
any risk to you.

You and the counselor have already talked abcut things full of emotion for you. In
her talk with you in 1 and 6 months, she will listen and spend as much time with you
as you want. Most women feel better after talking like that.

No—one in the Center tells anyone who has come here to talk or for help. If your
partner finds out from others that you were here and asks you what you did, you can
say we gave you help aboul "women’s issues’ They included child care and
transportation to Clinic.

We will give a list of services and people to call for help about violence in the home,
To avoid making any woman's partner angry, that list contains other numbers and
programs as well. In fact, it is a list of every social program in the NoName
community. There 1s no sign that the list is related to violence in the home.

You do not have to sign a volunteer consent form to take part. You can agree to take
part just by telling us, if you want. You can take a copy of this volunteer consent
form with you, but we suggest you do not, to avoid triggering violence by your
partner.

The Family Crisis Cenler has tried to make sure no—one else can know whal you say.

Your name is not on the study form with your answers. Only a special code number
1s there. You counselor will keep your code number and name locked up with the
Center’s records.

F'or even more protection, the Crisis Center also has a Certificate of Confidentialily
from the federal government. It was made to protect all information from disclosure,
even thal ordered by a court, without your written consent. Thal is, it was made to
keep the information private or confidential, like your medical record.

No reports about the survey will contain your name or the name any volunteer in the
study.

If you tell the counselor thal someone, you or your children, is in danger of greal
physical harm, she will tell the IHS Clinic to provide protection. The same thing would



happen 1f you gave the same information to a doctor, nurse, or counselor in the
Clinic.

Taking part is voluntary.

If you do not take part, you will lose no care or services from the Family Crisis
Center, IHS, or anything else. The Crisis Center will continue to give you help. You
may refuse to answer any question, but we hope you answer as many questions as you
can. You may also refuse to take part in the interviews at 1 month and 6 months
from now, bul we hope you will take part then.

If you have questions about this studyplease contact Mary Doeswell phone —_
or 1n her office at the Center.

If you have a complaint, grievance, or other concernsglease contact Jane Goodlawyer
She is a staff attorney for the Noname Legal Defense Office (NLDO), and is a member
of the NoName IRB. Call her at ————— or visit her at NLDO. You may use a Chnic
phone to make the calls.

Thank you for helping build a better NoName communily for all families.

We will report the results of this study at the NoName Nation's Annual Meeting, in May
1994, A summary will be available al the Center shortly before the meeting. You can
also discuss the results with any Center counselor.

[ aeree lo lake parl w1 the NolVame Family (risis Cenler stuady aboul
violence in the home. My quesiions bLave been ans

recerve help by lhe Cenler

refuse lo ans

programs and people. and (hewr lelephone numbers.



[Wole:  The readabilily of lhis Consent Form is 8l grade  The lexl is only 1057
requirements for Consenl Forms for complex research lhal is prealer than minimal social risk.)



