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more research is needed to inform the p :tice of genetic counseling. There is also a need
for further research into the psychologi  implications of having an inconclusive test
result.

Finally, study findings have impor ~ imp! 1tions for nursing practice.
Competencies required for the effective delivery of genetic services need to be builti o
the scope of professional nursing practi n es are to work effectively with HNPCC
families they must have e appropriate  >wlec _ :, education and skills to recognize the
features of HNPCC, to take thorough v and family histories, to provide support, . |

to coordinate care for these individuals.
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Table 5. HD-GT Subscale Scor.

Subscales

Impact of Familial Cancer (IFC)
Family Challenges Genetic
Testing (FCGT)

Genetic Testing Preparation
(GTP)

Wait time Concerns (WC)

Support for G etic Test
Results (SGTR)

Understanding Risk (UR)
Transmission Beliefs (TB)
Communication around Genetic

Link (CGL)

Disclosure Issues (DI)
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” Status

Carriers Non-Carriers t

M M

(SD) (SD)

16.37 11.71 2.13
(9.75) (7.66) (p=. 16)
19.95 22.51 -3
(4.87) (1.99) (p=- 3)
30.08 31.46 -0
(7.30) (6.15) (p=
15.57 12.67 1.85
(6.6) (6.49) (p=. )
12.14 13.10 -0.71
(6.21) (4.75) (p=4
18.80 3.25 -0.91
(2.25) (1.71) (p=.364)
9.77 10.64 -0.93
(3.86) (3.84) (p=.354)
11.0 3.19 -2.82
(3.83) (2.72) (p=.006)
10.58 11.68 -1,
(4.34) (4.12) (p=-286)
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INDIX A

Crite ag1 sis of HNPCC




Amsterdam I criteria

At least three relatives have hist

following criteria are met:

»

»

>

>
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Amsterdam II criteria

At least three relatives have som
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S
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Tumors are verified whe

Bethesda Guidelines for testin;

>
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Individuals wi  cancer i
Individuals with two HN

metachronous colorectal
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.C is diagnosed at <50 years of age:

\P) has been eliminated as a possibility.

ereditary nonpolyposis colorectal cancer
stomach, ovary, ureter/renal pelvis, brain,
et eous tumors):

yther two;

affected;

should be diagnosed at <50 years of age;
ny CRC es;

ble.

ctal tumors for microsatellite instability
hat meet the A sterdam Criteria;
d cancers, including synchronous and

RC) or associated extracolonic ¢ cers; *
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If respondent is reluctant or hesi

If you would like to speak to som
to our supervisor at = 9-777-687-

Well, that’s all for now. I really a
your time.
Response to “H

If respondent is annoyed that you
number. Respond with the follow:

When you were involved in genet
geneticist/genetic counselor with
address).

If further assistance is needed
Approximat. 7 400 individuals fr
this survey and yor comments w

used.

If necessary give them the call ba
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Statements
he followin

this survey, you are welcome to call  lect

sure

ur cooperati 1. Thank you very much for

{ my telephone number”

|y may ask how you obtained their

>r HNPCC, you provided the

yrmation (your name, telephone number and

1t families with HNPCC will be contacte in

in strictest conf ence and no names will e

it at the top of this page.



Supportin;

\NDIX D

nts for Study Package
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1 March 2008

Dear

Thank you for agreeing to review
discussed on the telephone. We ar
last about 45 to 60 minutes. A sec
sessions will focus on your experi
genetic tes 1g and the short- and

Once we receive your written agre
call will be made by a member of
complete the questionnaire.

Enclosed you will find a study inf
two consent forms for you to revic
your participation, please contact

We appreciate your help. We hop:
individuals who have cancer in th

Yours sincerely,

Christine Way, PhD
Principal Investigator
NL Colorectal Cancer ! 1dy

112

als for our research study about HN1  C as
eople to participate in an interview that may
iew might be requested in the future. These

| genetic testing, your reasons for choosing
impact of test results on you an your family.

sarticipate in the study, a follow-upp @
ch team to schedule an acceptable time to

sh , a copy of the survey questionnaires and
re ire morei ormation about the study and
Way at 777- 6872.

inswers you provide will improve the care of
s.












8. Confidentiality:

Any information that you provi
file, and available only to the re
report or article as a result of tl

9. Questions:

If you have any questions about
investigator who is in charge of

Dr. CIl

Or you can talk to someone wh
you on your rights as a particip
through:

Office of the Human In
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t strictly confidential, safe in a cked
\lso, your name will not appear in any

1 this study, you can meet with @
1is institu n. That person is:

709-777-6872)

:d with the study at all, but can advise
‘ch study. his person can be reached

mmittee (HIC) at 709-777-6974

mun.ca
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HNP(C

(Familial (

This survey questionnaire h

Each question has several s
(Not at all) to 4 (Ex emel

Please circle the best answe

Thank you.
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stionnaire A
tic Testit  Scale)

e would ke you to rate from 0









7. Taking the pre
such a pain th:
unless it was r

8. Withsom :h
something wo
test.

py test was
»e doing this

7 T worried that
next sc :ning

0

]

123

2 3 4






















A9. The presence of cancer in
understand ones personal risk

Using the scale given, you are
statements reflect your family

0 - Not at all

1 - A little bit
2 - Moderately
3 - Quite a bit
4 - Extremely

l.

2.

Family members are being
HNPCC cancers at a young
Men a 1 women seem to h:
of first cancers.

Different types of cancer se
up today more than in past
The number of family mermr
seems to be greater with ea
Physical appearance and pe
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apply to your

0 - Not at all

1 - A little bit
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3 - Quite a bit
4 - Extremely
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3. Younger fz
informatior
4. Younger fz
what HNP(
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about HNP
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their possit
7. Family me:
about HNP
8. Family me;
HNPCC cc
9. It would be
guidance ai
counsellors
in the fami
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