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ABSTRACT 

 

Objective: The sexual abuse survivor population (Survivors) is substantial and 

Survivors have been identified as a population with low rates of breast, cervical and 

colon cancer screening participation.  Our objective was to learn what helps Survivors 

get screened for breast, cervical and colon cancer.   

Design: Qualitative study involving individual, semi-structured, in-depth key informant 

interviews conducted in January 2014. Thematic analysis was used to understand the 

relationship between childhood sexual abuse and cancer screening and to identify 

facilitators for screening. 

Participants: Purposive sample of adult, female Survivors of childhood sexual abuse. 

The inclusion criteria were: being part of the Survivor community and being in a stable 

situation, where stable meant able to meet ones financial needs independently, able to 

maintain supportive relationships, having had therapy/psychotherapy to recover from 

past abuse, and currently living in a safe environment.  Twelve Survivors were 

interviewed, ranging in age from early 40’s to mid 70’s.  Saturation was reached after 

ten interviews. 

Setting: Interviews were conducted over the phone or Internet.  Survivors were 

primarily from urban and rural Ontario, but some resided elsewhere in Canada and the 

United States. 

Results: The core concept that emerged was that Survivor participation in cancer 

screening is supported most by compassionate care at every level of the health care 

experience including: the relationship with health care providers; appointment 
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interactions; the cancer screening environment; and provider assumptions about 

patients.   

Conclusions: Recommendations for delivering compassionate care include: building 

relationship; practicing respect; focusing attention on the patient; not rushing the 

appointment; keeping the environment positive and comfortable; maintaining patient 

dignity; sharing control whenever possible; explaining procedures; and using laughter to 

reduce power imbalance through shared humanity. We further recommend practitioners 

use these recommendations as best practice standards regardless of patient disclosure 

of trauma history.  

 

Strengths and Limitations of this Study: 

- A major strength of our study was having a Survivor of childhood sexual abuse 

actively participate in the development of research methods, data collection, data 

analysis and interpretation of study findings.   

- We did not interview female Survivors under 40 years of age or male Survivors of 

childhood sexual abuse, although we hypothesize that the recommendation of 

compassionate care will resonate with both these groups 
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INTRODUCTION 

 

Adverse childhood experiences, especially around sexual abuse, have been associated 

with significantly increased odds of adult cancer diagnosis[1].  The reasons for this 

association are not fully understood; however, one possibility is that survivors of 

childhood sexual abuse (Survivors) are less likely to access preventative health care or 

participate in routine cancer screening programs[2-4]. Survivors have been identified as 

a population with low rates of breast[5 6], cervical[3-5 7-9] and colon[10] cancer 

screening participation[2]. This is understandable since these screening tests involve 

squeezing and penetrating the body’s most intimate sexual sites; those same sites that 

were physically traumatized for Survivors in childhood. 

 

An estimated one in three girls and one in six boys experience sexual abuse during 

childhood[11], making the sexual abuse survivor population substantial[12]. A few 

studies have identified barriers to cervical cancer screening for Survivors, including not 

wanting to be touched in the pelvic area and dissociating areas of the body[2 8].  Fewer 

still have identified facilitators to cervical cancer screening, such as improving 

communication, safety, trust and sharing control[13].  There is a dearth of studies 

identifying barriers and facilitators to breast[5] or colon[10] cancer screening. Our 

objective was to learn what helps Survivors get screened for breast, cervical and colon 

cancer.  
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METHODS 

 

Survivors of childhood sexual abuse are vulnerable because of their history of abuse, 

trauma and exploitation.  Survivors who have worked with therapists or other healers to 

address their past abuse have reduced vulnerability because they have healed enough 

and are strong enough to be able to say no and so provide free and informed consent.  

This vulnerability is further reduced when Survivors interact with other members of the 

Survivor community, where relationship, trust, and rapport are more quickly established 

because of shared experience and mutual understanding.  Therefore, our community 

partner (LN), who is also a Survivor of childhood sexual abuse, was the point person for 

recruitment and interviewed all participants.   

 

We conducted individual, semi-structured, in-depth key informant interviews with 

Survivors of childhood sexual abuse in January 2014.  Key informants were identified 

through existing community contacts and partnerships and approached for participation 

primarily by word of mouth. Existing community contacts and partnerships included 

Survivors known to our community partner, whom she had met through their mutual 

interest in participating in Survivor support groups or who had otherwise disclosed their 

history of sexual abuse to her in the context of sharing, support and healing stories.  We 

maximized the breadth and diversity of Survivors interviewed by purposively sampling 

adult Survivors primarily from urban and rural Ontario but also from elsewhere in 

Canada and the United States.  The inclusion criteria were: being part of the Survivor 

community and being in a stable situation, where stable meant able to meet ones 
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financial needs independently, able to maintain supportive relationships, having had 

therapy/psychotherapy to recover from past abuse, and currently living in a safe 

environment.  

 

Our community partner contacted Survivors to tell them about the project by email, 

phone, and chat room post.  Those interested in participating contacted our community 

partner to schedule an interview.  These key informants acted as seed participants in 

our sampling strategy. We continued with snowball sampling by asking seed 

participants at the end of the interview if there was someone else with whom we should 

talk; if they said yes, the participant was asked to pass our community partner’s contact 

information on to that person so they could contact her about participating in the study.   

 

Interviews with consenting interviewees was initiated and sustained with questions 

around: what seeing a health care provider was like, going (or not going) for cancer 

screening, what health care providers can do to make it easier to get screened, and if 

there was anything else they wanted to say or thought we should know.  Interviews took 

45 minutes to a little over one hour to complete. Interviewees were given the option of 

having their interview over the phone or via on-line chat.  One participant requested 

completing the interview by email.  Participants were compensated for their time and 

knowledge.   

 

For many Survivors, sexual abuse included video and/or audio recording for exploitation 

purposes, resulting in many Survivors being triggered by voice or image recording.  
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Therefore, phone interviews were not voice recorded.  Instead, phone conversations 

were transcribed directly into a computer in real time and supplemented with detailed 

notes after the interview. Every effort was made to capture conversation verbatim.  

Online chat interviews were already transcribed verbatim.  All transcripts were 

anonymous.  Field notes were taken to record both verbal and non-verbal insights, and 

salient points learned during interviews.   

 

Throughout the interview, the interviewer empowered participants by expressing the 

value of their participation; used personal sharing (as helpful) to build rapport, safety 

and trust; provided support and validation to help participants through emotions that 

arose during the interview; paid attention throughout the interview to how the participant 

was feeling; and checked in at the end of each interview to make sure participants were 

emotionally stable and supported. 

 

The interviewer had a follow-up conversation with each participant (member checking) 

one week after their interview to see if the interviewee had additional comments and 

was comfortable with the interview process and what came out during conversation.  

Preliminary results were also tested at this time.  This follow-up conversation 

contributed to the rigor of our data collection and analysis, as well as provided an 

opportunity to check the emotional state of the participant and help resolve any 

unresolved issues raised by the research process.  
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Thematic analysis[14] was used to understand the relationship between childhood 

sexual abuse and cancer screening and to identify facilitators for screening.  Transcripts 

were read and coded simultaneously.  Both researchers identified themes, then came 

together to share and discuss results and develop recommendations for increasing 

cancer screening among Survivors.  Discrepancies were discussed until reconciled and 

interpretation and recommendations were agreed upon. Illustrative quotes are used to 

support themes, interpretations, and recommendations.  

 

The University of Toronto Research Ethics Board approved this study.   

 

 

RESULTS 

 

Twelve Survivors of childhood sexual abuse were interviewed in January 2014.  

Saturation was reached after ten interviews; however, two additional participants were 

interviewed to honor snowball referral and confirm saturation.   

 

All participants were female.  Their ages ranged from early 40’s to mid 70’s.  Education 

ranged from limited formal education to post-graduate degrees.  Survivors lived in rural 

(n=4), small town (n=5), and urban (n=2) communities in Canada (n=9) and the United 

States (n=3).  Nine Survivors were mothers, two Survivors were First Nations, and two 

Survivors self-reported dissociative identity disorder. 
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Survivors wanted to be healthy and recognized the importance of personal agency in 

staying healthy, “We have to take responsibility for our health. I can tell the younger 

ones too. Some things aren’t comfortable but it’s for making us healthy” (Int 6).  

 

Survivors identified several ways health care providers can help support patient efforts 

to “Be responsible for [our] own health” (Int 1).  A common recommendation was health 

care providers recognizing the importance of holistic care: 

“Doctors aren’t that great at attending to emotional or psychosocial issues they 

should know impact tremendously on health. Stress levels. The whole mind-body 

connection. Being more attentive to that …Help people make the mind-body 

connection. And doctors should become more aware of what is out there, the 

kind of help, not just [western] medicine - meditation, mindfulness, energy work 

that would be helpful to patients rather than just medicine.” (Int 12) 

 

The core concept that emerged was that Survivor participation in cancer screening is 

supported most by compassionate care.  Compassionate care was needed at every 

level of the health care experience including: the relationship with health care providers; 

appointment interactions; the cancer screening environment; and provider assumptions 

about patients. 

 

Relationship with Health Care Providers 
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The relationship Survivors have with their doctor, nurse practitioner, lab technician and 

support staff has an effect on how they feel about health care and whether they seek 

cancer screening: 

 

“I am lucky to have had great doctors and nurses, and they get to know you 

pretty well…. I have been very reassured to see how providers do consider 

women in their practices.” (Int 8) 

 

“Every doctor whether you’ve been abused or not should take time to listen, to 

ask certain questions, how they’re feeling. Develop a bit more rapport… The 

whole tenet of compassionate care.” (Int 12) 

 

Positive relationships and experiences with health care providers and the health care 

system had lasting effects for many Survivors, and they would use these positive 

relationships and experiences to counterbalance or even neutralize more negative 

medical experiences.   

 

Appointment Interactions 

The quality of the interaction with a health care provider during appointments was 

identified as a significant facilitator (or barrier) to cancer screening for Survivors.  

Recommended actions and interaction characteristics centered around the Provider-

Survivor relationship and focused on the Provider being present and respectful; using 
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motivational interviewing techniques; being mindful of body language; maintaining the 

Survivor’s dignity; sharing control; and being “human.” 

 

Being present and respectful. Health care providers may have the deepest respect for 

their patients, but unless they communicate it, the patient is not likely to know it, 

especially patients who have been abused.  Patients feel respected when they have 

their Provider’s attention and can tell when the mind and attention of their health care 

provider is elsewhere: 

 

Int 7: “What I liked about it is that she understood you were nervous. She talked 

through step by step what she was going to do. She respects your dignity.  

Interviewer: “How did you know she respects your dignity? 

Int 7: “By the way she treated me, and the way she explained everything and 

said, ‘Relax, it’s going to be ok, it’s going to be over in no time’. The way she 

spoke to me.” 

 

Listening, reassuring, being aware, and not rushing are simple ways to be present and 

respectful with patients, even if the appointment is brief:   

 

“I think nobody can go wrong if they treat patients with respect, which would be 

on everybody’s list of recommendations.  Just to be respectful, and just be 

aware.  If someone seems to be especially anxious, just kind of, bring it out in the 

open.” (Int 10) 

Page 11 of 30

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 12

 

Motivational Interviewing: Understanding a Survivor’s Behaviour and Values to 

Evoke Behaviour Change. A Survivor’s decision to participate in cancer screening can 

be impacted by the way their health care provider talks with them: “…it would be very 

helpful if they learned something about motivational interviewing” (Int 12).  Motivational 

interviewing[15] is a therapeutic conversational style that focuses on the autonomy of 

the individual, collaboration between the individual and health care provider, and 

evoking sustainable behavior change in the individual.  Motivational interviewing was 

developed to help alcoholics overcome their addiction[16] and has shown promise in 

supporting other positive behaviour change[17].   

 

Being Mindful of Body Language.  Body language communicates as much as (or 

more than) words and so impacts Health Care Provider-Survivor interactions.  Survivors 

recommended being mindful of body language in terms of how body language can 

communicate both attention and intimidation (i.e. make sure body language is not 

intimidating) to facilitate feeling comfortable with cancer screening: 

 

Int 10:  “Most of the doctors that work on children, they work on their posture with 

their kids so they don’t come across as intimidating to the kids. That kind of 

information would be helpful even with adults. Be aware of body language and 

body position. Whether it comes across as more intimidating or not.” 

 

Page 12 of 30

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 13

Aggressive or sudden movements during physical examination or procedure by health 

care providers can be equally triggering for Survivors. One Survivor, for example, was 

startled and frightened when a phlebotomist grabbed her arm without warning. 

Survivors, like most patients, prefer not to be “treated like a piece of meat.” (Int 2) 

 

Maintaining Survivor Dignity.  Survivors were not treated with dignity as children.  

Reminding Survivors they are worthy of honor or respect by treating them with dignity is 

not only empowering, but helps them get screened for cancer.  Several Survivors 

recommended that simple ways to maintain patient dignity include: keeping patients 

covered with a blanket throughout a procedure; the provider saying what they are going 

to do before doing it; letting patients get dressed and “put back together” before 

discussing things further because, “nobody wants to sit there naked any longer than 

they have to!” (Int 3).   

 

Sharing Control.  As children, many Survivors were poked and penetrated with 

unknown objects that they could not see and had many things done to them without 

their consent or knowledge of what was happening to them.  Therefore, Survivors are 

more likely to become comfortable with screening if they feel they understand a 

procedure and share in the control of what is happening to them and their environment.  

Sharing control can be as simple as talking to patients in plain language and asking 

simple questions so they feel part of the conversation:  “Just being asked these kinds of 

questions makes me feel more included” (Int 2).   
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Sharing control is about having the patient feel they are an active and efficacious 

participant in the screening process.  This can be done by offering patients a choice, 

whenever possible: “They always ask before they touch me and explain the reason for 

what they do, and do nothing until I say “o.k.”” (Int 8). Demystifying the cancer screening 

process by explaining what is being done and what medical instruments are being used 

will increase Survivor comfort with, and participation in, cancer screening. 

 

Being Human.  The most easily accessible and effective way to build rapport, mutual 

respect and inclusivity with Survivors is by establishing a commonality: “we are both 

human.”  Two of the simplest, most effective ways of relating on an equal basis are by 

sharing personal anecdotes and laughing.  One Survivor described her favorite 

physician as: “She is not above sharing” (Int 9).  Interviewees indicated that even a bit 

of humor can quickly improve health care interactions and transform the screening 

experience:  

 

“Humor helps me a lot.  It's a sucky experience no matter how it happens and 

some is just the inherent nature of the test - the equipment is cold and you put an 

intimate/sensitive part of your body into it, to get squeezed beyond belief.” (Int 

11) 

  

“If they have a sense of humor that would be nice too.  But to be personable and 

a little light.” (Int 2) 
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“…if they kind of acknowledge that maybe using a sense of humor” (Int 9) 

 

Our interviewer shared personal stories and used humour during interviews to create a 

calm, open and safe environment for participants and as a launch point for participants 

to feel comfortable sharing their stories and recommendations.  We believe these were 

key elements in the success of our interviews. 

 

The Cancer Screening Environment 

“When they put that metal thing inside myself, it brings up a lot” (Int 4).  Cancer 

screening tests can be triggering for Survivors in ways people without this history 

cannot fully predict or appreciate.  As children, many Survivors were repeatedly abused 

and after being humiliated, were left lying naked in a cold place: 

 

“A heater in the room. I have a feeling probably won’t be. Probably not that warm. 

They have clothes on. I wouldn’t feel cold. It’s a huge trigger. How many times as 

a kid lying naked in a cold place. I don’t want people touching me when I’m cold.” 

(Int 12) 

 

The choppy disconnected sentences used to communicate this recommendation lends 

additional para-verbal insight into how post-traumatic stress and trauma of childhood 

sexual abuse can impact health care seeking and experience in adulthood.  Keeping the 

physical environment comfortable and warm can help prevent triggers around being 

cold.  Environment not only means the physical environment though, and also includes 

Page 15 of 30

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 16

the cultural climate.  Little things, like a smile or eye contact, can have a large positive 

impact: 

 

“It doesn't take any extra time to speak to someone with a kind voice or to smile 

at them.  Even if it did take a few minutes to help someone feel safer, it may 

make the test itself go more smoothly, which could save time overall.” (Int 11) 

 

“What helps me most is having female providers who are kind and open with a 

good sense of humor. Sadly, it may be safe to assume that at least some 

patients will have a trauma history with anxiety around physical issues and 

medical visits, but a quiet and compassionate demeanor for me is a great help, 

as is the framing of health care as caring for oneself.” (Int 8) 

 

Assumptions 

Some health care providers struggle with whether to ask patients if they have 

experienced sexual abuse.  We found that while some survivors appreciate being asked 

this question and felt it gave them permission to disclose, others found it intrusive.  The 

main difference in reaction was grounded in why the Survivor felt the doctor/nurse was 

asking the question.  That is, was the question motivated by genuine concern or 

because it was a perfunctory item on a checklist.  It was indicated that health care 

providers deliver the best care when they treat everyone like they are a Survivor of 

sexual abuse: 
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“I think they should have that same regard for everybody. Then they wouldn’t 

have to worry about making exceptions or treating us differently. They would 

have that regard and respect for everyone…If it’s good for people who’ve been 

abused, it’s good for everyone.  It’s a win-win situation. Everybody would 

benefit.” (Int 6) 

 

Other noteworthy observations 

 

Many Survivors had limited knowledge and understanding of cervical cancer screening 

and the pap test, including highly educated Survivors.  Many did not know the term 

‘cervix’ or where the cervix is located, or the term ‘speculum’, what it is and what it is 

used for.  Women with hysterectomy were unsure how much of their reproductive tract 

had been removed and whether they still needed cervical cancer screening.  Several 

Survivors identified exposure to radiation during mammography as a barrier to breast 

cancer screening.  Our interviews provided an opportunity to correct misinformation and 

provide sexual and reproductive health education.  For instance, we addressed the 

radiation barrier by contextualizing the level of radiation exposure during mammography 

to everyday real world exposures, such as being less than a transcontinental flight, less 

than a dental exam, or less than standing beside a brick building. 

 

Health care providers also have opportunity to educate patients during clinic visits and 

should not assume patients/clients know or correctly remember sexual and reproductive 

health information that will help them decide to participate in screening programs.  
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Health care providers can review how a patient can take care of their sexual health, 

including sexual health screening possibilities (sexually transmitted infections, cervical 

cancer, breast cancer, colon cancer) and a discussion of the tests themselves.  

 

Another observation was that the phrase "shoved inside" came up in a number of 

interviews when describing the pap test. The phrase is violent and uncaring, and speaks 

to the perception that interviewees have of the medical procedure - one that reiterates 

the abusive experience. 

 

 

DISCUSSION 

 

Our recommendations for increasing cancer screening among female Survivors of 

childhood sexual abuse are to deliver compassionate care by: building relationship; 

practicing respect; focusing attention on the patient; not rushing the appointment; 

keeping the environment positive and comfortable; maintaining patient dignity; sharing 

control whenever possible; explaining procedures; and using laughter to reduce power 

imbalance through shared humanity. We further recommend practitioners use these 

recommendations as best practice standards regardless of patient disclosure of trauma 

history.  These results were used to develop an informational video for the medical 

community on “Compassionate Care: Sexual Abuse and Cancer Screening” (available 

for streaming or download through YouTube, www.getscreened.ca, or supplementary 

files). 
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Our recommendations reinforce and add to those of other sexual abuse and cancer 

screening studies that have proposed focusing on “communication, safety, trust and 

sharing control”[8] and developing interventions that reduce distress[10 18]. 

 

A major strength of our study was having a Survivor of childhood sexual abuse conduct 

the interviews and participate in the analysis.  First, our community interviewer (LN) 

knew how to approach participants to ensure their safety and she was able to recognize 

from experience that we would need to remain flexible about how information was 

shared, gathered and recorded. As it turned out, it was very important to let participants 

decide how they would communicate and this was reinforced when one of the 

participants requested an alternative form of communication:  

“I think that I’m having anxiety around our Skype date, even as chat…. Would it 

be o.k. if we follow up via e-mail, at least around this project, for now? I’m very 

comfortable with that option. And I apologize if this interferes with the research in 

any way, because I think that the project is really worthwhile.” (Int 8) 

Remaining flexible ensured all Survivor voices had a chance to be heard.  Having our 

community interviewer participate in the analysis helped identify and prioritize themes 

and recommendations that may have otherwise been disregarded or taken for granted. 

 

The interview process itself turned out to be an example of what participants 

recommended, that is, using humor, paying attention, and sharing.  A number of 

participants spoke about feeling very positive about the interview and their contribution.  
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Specifically, one interviewee went to her doctor to discuss the human papilloma virus 

(HPV) vaccine because of what she learned during and following her interview.  Another 

interviewee said the experience gave her the confidence to enter into her first sexual 

relationship in many years, a positive one in the context of a romantic relationship.  

 

We did not interview female Survivors under the age of 40 or male Survivors of 

childhood sexual abuse.  We hypothesize that the recommendation of compassionate 

care will still resonate with both these groups[10 19].  It is very likely that male Survivors 

will have a different suite of barriers and facilitators to cancer screening and this signals 

a gap in the literature and thus our collective knowledge and understanding of how to 

best support male Survivors of childhood sexual abuse for cancer screening.   
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APPENDIX I:  Consolidated criteria for reporting qualitative studies (COREQ): 32-
item checklist 

No Item 
Guide 
questions/description 

Details 

Domain 1: 
Research team 
and reflexivity 

  

 

Personal 
Characteristics   

 

1. Interviewer/facilitator 
Which author/s conducted 
the interview or focus 
group? 

LN 

2. Credentials 
What were the 
researcher's credentials? 
E.g. PhD, MD 

DG – PhD; LN – Hon 
BA, Survivor, 
Educator, 
Accomplished 
Novelist 

3. Occupation 
What was their occupation 
at the time of the study? 

DG – associate 
professor; LN – 
researcher, writer 

4. Gender 
Was the researcher male 
or female? 

Female 

5. 
Experience and 
training 

What experience or 
training did the researcher 
have? 

Both researchers 
have experience 
conducting interviews 
on sensitive sexual 
health topics 

Relationship with 
participants   

 

6. 
Relationship 
established 

Was a relationship 
established prior to study 
commencement? 

LN knew several 
participants prior to 
the study 

7. 
Participant 
knowledge of the 
interviewer 

What did the participants 
know about the 
researcher? e.g. personal 
goals, reasons for doing 
the research 

Purpose of the study 
was reviewed during 
the consent process 

8. 
Interviewer 
characteristics 

What characteristics were 
reported about the 
interviewer/facilitator? e.g. 
Bias, assumptions, 
reasons and interests in 
the research topic 

LN is a Survivor 
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No Item 
Guide 
questions/description 

Details 

Domain 2: 
study design   

 

Theoretical 
framework   

 

9. 
Methodological 
orientation and 
Theory 

What methodological 
orientation was stated to 
underpin the study? e.g. 
grounded theory, discourse 
analysis, ethnography, 
phenomenology, content 
analysis 

Thematic analyisis 

Participant 
selection   

 

10. Sampling 

How were participants 
selected? e.g. purposive, 
convenience, consecutive, 
snowball 

Purposive and 
snowball 

11. Method of approach 

How were participants 
approached? e.g. face-to-
face, telephone, mail, 
email 

Email, chat room 
post, word-of-mouth, 
participant referral 

12. Sample size 
How many participants 
were in the study? 

12 

13. Non-participation 
How many people refused 
to participate or dropped 
out? Reasons? 

None 

Setting 
  

 

14. 
Setting of data 
collection 

Where was the data 
collected? e.g. home, 
clinic, workplace 

On-line and over the 
phone 

15. 
Presence of non-
participants 

Was anyone else present 
besides the participants 
and researchers? 

No 

16. 
Description of 
sample 

What are the important 
characteristics of the 
sample? e.g. demographic 
data, date 

All participants were 
female Survivors in a 
stable situation and 
ranged in age (40’s to 
70’s), education, 
geographic location 

Data collection 
  

 

17. Interview guide Were questions, prompts, See methods 
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No Item 
Guide 
questions/description 

Details 

guides provided by the 
authors? Was it pilot 
tested? 

18. Repeat interviews 
Were repeat interviews 
carried out? If yes, how 
many? 

No, however, every 
participant was 
contacted one week 
after their interview 
for member checking 

19. 
Audio/visual 
recording 

Did the research use audio 
or visual recording to 
collect the data? 

See methods 

20. Field notes 
Were field notes made 
during and/or after the 
interview or focus group? 

Yes 

21. Duration 
What was the duration of 
the interviews or focus 
group? 

Approximately one 
hour each 

22. Data saturation 
Was data saturation 
discussed? 

Yes 

23. Transcripts returned 
Were transcripts returned 
to participants for comment 
and/or correction? 

See methods 

Domain 3: 
analysis and 
findings 

  

 

Data analysis 
  

 

24. 
Number of data 
coders 

How many data coders 
coded the data? 

Two 
 

25. 
Description of the 
coding tree 

Did authors provide a 
description of the coding 
tree? 

See Results 

26. 
Derivation of 
themes 

Were themes identified in 
advance or derived from 
the data? 

Themes derived from 
data 

27. Software 
What software, if 
applicable, was used to 
manage the data? 

No software was used 

28. Participant checking 
Did participants provide 
feedback on the findings? 

Yes 

Reporting 
  

 

29. Quotations Were participant Yes 
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No Item 
Guide 
questions/description 

Details 

presented quotations presented to 
illustrate the themes / 
findings? Was each 
quotation identified? e.g. 
participant number 

30. 
Data and findings 
consistent 

Was there consistency 
between the data 
presented and the 
findings? 

Yes 

31. 
Clarity of major 
themes 

Were major themes clearly 
presented in the findings? 

Yes, see Results 

32. 
Clarity of minor 
themes 

Is there a description of 
diverse cases or 
discussion of minor 
themes? 

Yes, see Results 
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Consolidated criteria for reporting qualitative studies (COREQ): 32-item checklist 

No Item Guide questions/description Details 

Domain 1: 

Research team 

and reflexivity 
  

 

Personal 

Characteristics   

 

1. Interviewer/facilitator 
Which author/s conducted the 

interview or focus group? 

LN 

2. Credentials 
What were the researcher's 

credentials? E.g. PhD, MD 

DG – PhD; LN – Hon BA, 

Survivor, Educator, 

Accomplished Novelist 

3. Occupation 
What was their occupation at the 

time of the study? 

DG – associate professor; 

LN – researcher, writer 

4. Gender Was the researcher male or female? Female 

5. 
Experience and 

training 

What experience or training did the 

researcher have? 

Both researchers have 

experience conducting 

interviews on sensitive 

sexual health topics 

Relationship 

with participants   

 

6. 
Relationship 

established 

Was a relationship established prior 

to study commencement? 

LN knew several participants 

prior to the study 

7. 

Participant 

knowledge of the 

interviewer 

What did the participants know 

about the researcher? e.g. personal 

goals, reasons for doing the 

research 

Purpose of the study was 

reviewed during the consent 

process 

8. 
Interviewer 

characteristics 

What characteristics were reported 

about the interviewer/facilitator? 

e.g. Bias, assumptions, reasons and 

interests in the research topic 

LN is a Survivor 

Domain 2: 

study design   

 

Theoretical 

framework   

 

9. 

Methodological 

orientation and 

Theory 

What methodological orientation 

was stated to underpin the study? 

e.g. grounded theory, discourse 

analysis, ethnography, 

phenomenology, content analysis 

Thematic analyisis 

Participant 

selection   

 

10. Sampling 

How were participants selected? 

e.g. purposive, convenience, 

consecutive, snowball 

Purposive and snowball 

11. Method of approach 

How were participants approached? 

e.g. face-to-face, telephone, mail, 

email 

Email, chat room post, word-

of-mouth, participant referral 

12. Sample size 
How many participants were in the 

study? 

12 
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No Item Guide questions/description Details 

13. Non-participation 

How many people refused to 

participate or dropped out? 

Reasons? 

None 

Setting 
  

 

14. 
Setting of data 

collection 

Where was the data collected? e.g. 

home, clinic, workplace 

On-line and over the phone 

15. 
Presence of non-

participants 

Was anyone else present besides the 

participants and researchers? 

No 

16. Description of sample 

What are the important 

characteristics of the sample? e.g. 

demographic data, date 

All participants were female 

Survivors in a stable 

situation and ranged in age 

(40’s to 70’s), education, 

geographic location 

Data collection 
  

 

17. Interview guide 

Were questions, prompts, guides 

provided by the authors? Was it 

pilot tested? 

See methods 

18. Repeat interviews 
Were repeat interviews carried out? 

If yes, how many? 

No, however, every 

participant was contacted one 

week after their interview for 

member checking 

19. 
Audio/visual 

recording 

Did the research use audio or visual 

recording to collect the data? 

See methods 

20. Field notes 

Were field notes made during 

and/or after the interview or focus 

group? 

Yes 

21. Duration 
What was the duration of the 

interviews or focus group? 

Approximately one hour 

each 

22. Data saturation Was data saturation discussed? Yes 

23. Transcripts returned 

Were transcripts returned to 

participants for comment and/or 

correction? 

See methods 

Domain 3: 

analysis and 

findings 
  

 

Data analysis 
  

 

24. 
Number of data 

coders 

How many data coders coded the 

data? 

Two 

 

25. 
Description of the 

coding tree 

Did authors provide a description of 

the coding tree? 

See Results 

26. Derivation of themes 
Were themes identified in advance 

or derived from the data? 

Themes derived from data 

27. Software 
What software, if applicable, was 

used to manage the data? 

No software was used 

28. Participant checking 
Did participants provide feedback 

on the findings? 

Yes 

Reporting 
  

 

29. Quotations presented 
Were participant quotations 

presented to illustrate the themes / 

Yes 
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No Item Guide questions/description Details 

findings? Was each quotation 

identified? e.g. participant number 

30. 
Data and findings 

consistent 

Was there consistency between the 

data presented and the findings? 

Yes 

31. 
Clarity of major 

themes 

Were major themes clearly 

presented in the findings? 

Yes, see Results 

32. 
Clarity of minor 

themes 

Is there a description of diverse 

cases or discussion of minor 

themes? 

Yes, see Results 
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ABSTRACT 21 

 22 

Objective: The childhood sexual abuse (CSA) survivor population is substantial and 23 

survivors have been identified as part of the population under or never screened for 24 

breast, cervical and colon cancer.  Our objective was to learn CSA survivor 25 

perspectives on, and experiences with, breast, cervical and colon cancer screening with 26 

the intention of generating recommendations to help health care providers improve 27 

cancer screening participation.   28 

Design: A qualitative study involving individual, semi-structured, in-depth interviews 29 

was conducted in January 2014. Thematic analysis was used to describe CSA survivor 30 

perspectives on cancer screening and identify potential facilitators for screening. 31 

Participants: A diverse purposive sample of adult, female CSA survivors was recruited. 32 

The inclusion criteria were: being a CSA survivor, being in a stable living situation, 33 

where stable meant able to meet one’s financial needs independently, able to maintain 34 

supportive relationships, having participated in therapy to recover from past abuse, and 35 

living in a safe environment.  Twelve Survivors were interviewed.  Ages ranged from 36 

early 40’s to mid 70’s.  Descriptive saturation was reached after ten interviews. 37 

Setting: Interviews were conducted over the phone or Internet.  CSA survivors were 38 

primarily from urban and rural Ontario, but some resided elsewhere in Canada and the 39 

United States. 40 

Results: The core concept that emerged was that compassionate care at every level of 41 

the health care experience could improve cancer screening participation.  Main themes 42 

included: desire for holistic care; unique needs of patients with dissociative identity 43 
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disorder; the relationship with health care providers; appointment interactions; the 44 

cancer screening environment; and provider assumptions about patients.   45 

Conclusions: Compassionate care can be delivered by: building relationship; practicing 46 

respect; focusing attention on the patient; not rushing the appointment; keeping the 47 

environment positive and comfortable; maintaining patient dignity; sharing control 48 

whenever possible; explaining procedures; and using laughter to reduce power 49 

imbalance through shared humanity.  50 

 51 

Strengths and Limitations of this Study: 52 

- A major strength of our study was taking a community based research approach 53 

and having a CSA survivor actively participate in all aspects of the research 54 

including formation of the research question, development of research methods, 55 

data collection, data analysis, interpretation, and dissemination of study findings.   56 

- Another strength was the inclusion of perspectives from participants with 57 

dissociative identity disorder. 58 

- Phone interviews were not voice recorded but rather transcribed in real time to 59 

support CSA survivors who may have a history of being video and/or audio 60 

recorded for exploitation purposes. 61 

- We did not interview female Survivors under 40 years of age or male Survivors of 62 

childhood sexual abuse, although we hypothesize that the recommendation of 63 

compassionate care will resonate with both these groups. 64 

  65 
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INTRODUCTION 66 

 67 

Adverse childhood experiences, especially around sexual abuse, have been associated 68 

with significantly increased risk for a wide range of physical and mental health 69 

problems[1], as well as significantly increased odds of adult cancer diagnosis[2-4].  The 70 

reasons for this latter association are complex and not fully understood[5]; however, one 71 

possibility is that survivors of childhood sexual abuse (CSA) are less likely to access 72 

preventative health care or participate in routine cancer screening programs[6-8]. CSA 73 

survivors have been identified as a population with low rates of breast[9 10], cervical[7-9 74 

11-13] and colon[14] cancer screening participation[6]. This is understandable since 75 

these screening tests involve squeezing and penetrating the body’s most intimate 76 

sexual sites; those same sites that were physically traumatized for CSA survivors. 77 

 78 

It is very challenging to accurately estimate the CSA population given variability in 79 

definitions of CSA and difficulties measuring CSA[15 16].  Currently, the best estimates 80 

of CSA are that between 12 and 18% of girls and between 5 and 8% of boys aged 2–17 81 

years have experienced higher-impact CSA[16].  The evidence also indicates that CSA 82 

cases are significantly unreported suggesting that the CSA survivor population is 83 

substantial[17].  Add individuals who have survived other forms of sexual abuse, such 84 

as forced sex or sexual violence as youth or adults, and the sexual abuse survivor 85 

population grows rapidly. 86 

 87 
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A few studies have identified barriers to cervical cancer screening for Survivors, 88 

including not wanting to be touched in the pelvic area and dissociating areas of the 89 

body[6 12].  Fewer studies have identified facilitators to cervical cancer screening, such 90 

as improving communication, safety, trust and sharing control[18].  There is a dearth of 91 

studies identifying barriers and facilitators to breast[9] or colon[14] cancer screening. 92 

Our objective was to learn CSA survivor perspectives on, and experiences with, breast, 93 

cervical and colon cancer screening with the intention of generating recommendations 94 

to help health care providers improve cancer screening participation.  95 

 96 

METHODS 97 

 98 

We used a community based participatory research (CBPR) approach[19-22] to conduct 99 

cancer screening research with CSA survivors. CSA survivors are a hidden, hard-to-100 

reach population because of shame, guilt, stigma and many have not disclosed their 101 

prior abuse openly.  CSA survivors are also a vulnerable population because of their 102 

history of abuse, trauma and exploitation.  We chose to take a CBPR approach and 103 

worked closely with a community ‘gate-keeper’ to: increase research safety and 104 

relevance; maintain rigor in the development of sensitive and supportive interview 105 

methods; increase access, uptake, recruitment and participation in interviews; 106 

strengthen the accuracy, rigor, and reliability of our data analysis and interpretation; 107 

aide knowledge translation; and maximize participant support and community 108 

benefit[22-25]. 109 

 110 
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CSA survivors who have worked with therapists or other healers to address their past 111 

abuse have reduced vulnerability because they have healed enough and are strong 112 

enough to be able to say no and so provide free and informed consent.  This 113 

vulnerability is further reduced when CSA survivors interact with other members of the 114 

CSA survivor community, where relationship, trust, and rapport are more quickly 115 

established because of shared experience and mutual understanding.  116 

 117 

Our CSA survivor community partner (LN) is an internationally recognized author and 118 

advocate who writes, speaks and educates about sexual abuse.  She has extensive 119 

experience researching sexual abuse and interviewing CSA survivors, including CSA 120 

survivors with dissociative identity disorder (DID) - a “complex and valid disorder that is 121 

not uncommon”[26] and is often associated with CSA[26 27]. 122 

 123 

Our community partner was the point person for recruitment and interviewed all 124 

participants. A first pass of CSA survivors were contacted by our community partner 125 

through her pre-existing network as the moderator of an online CSA support group and 126 

internationally recognized CSA author and advocate.  Survivors were contacted by 127 

email, phone, and chat room post to tell them about the project.  We maximized the 128 

breadth and diversity of participants by purposively sampling Survivors with varying 129 

cancer screening habits (never-, under-, or regularly- screened), socioeconomic status, 130 

and education levels, as well as being from urban or rural Ontario, or elsewhere in 131 

Canada or the United States.  We extended our sampling reach by asking those who 132 

participated if there was anyone else with whom we should talk in a modified snowball 133 
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sampling approach.  Those interested in participating contacted our community partner 134 

directly to schedule an interview.   135 

 136 

The inclusion criteria were: being part of the CSA survivor community and being in a 137 

stable situation, where stable meant able to meet one’s financial needs independently, 138 

able to maintain supportive relationships, having had therapy/psychotherapy to recover 139 

from past abuse, and currently living in a safe environment.  We focused on women 50 140 

years old and older because of the standard screening age requirements for breast and 141 

colon cancer are 50 years old and older.  However, we also interviewed CSA survivors 142 

in their 40’s to capture the perspectives of women with a long history of cervical cancer 143 

screening eligibility and approaching the age of eligibility for breast and colon cancer 144 

screening.  Participants needed to have access to the Internet or a phone for the 145 

interview. 146 

 147 

Individual, semi-structured, in-depth interviews (Appendix I) were conducted with CSA 148 

survivors in January 2014.  Participants were guided to be in a comfortable, secure 149 

location of their choosing for their interview. All interviews were anonymous.  Only the 150 

community interviewer knew the identity of participants. All interviews were initiated with 151 

a review of the purpose of the research and sustained in a natural conversational 152 

style[28].  Participants were asked to talk about their experience seeking medical care 153 

in general and then specifically about breast, cervical and colon cancer screening as 154 

relevant to them. Participants were also asked what health care providers can do to 155 

make it easier to get screened and if there was anything else they wanted to say or 156 
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thought we should know.  Outsider researchers reviewed interview questions, probes 157 

and flow before the interview guide was finalized.  158 

 159 

Interviews took 45 minutes to a little over one hour to complete. Participants were given 160 

the option of having their interview over the phone or via on-line chat.  One participant 161 

requested completing the interview by email.  Our community interviewer helped 162 

develop the research question and interview guide, and so was trained in the spirit and 163 

intention of the research [29] so she could ensure consistency of the information 164 

collected across all interviews, regardless of the manifestation of conversation or 165 

interview modality. Descriptive saturation was reached once our community interviewer 166 

noticed no new information arising during interviews. Participants were compensated for 167 

their time and knowledge with a monetary honorarium. 168 

 169 

For many CSA survivors, sexual abuse included video and/or audio recording for 170 

exploitation purposes, resulting in many CSA survivors being triggered by voice or 171 

image recording.  Therefore, phone interviews were not voice recorded.  Instead, phone 172 

conversations were transcribed directly into a computer in real time and supplemented 173 

with detailed notes after the interview. Every effort was made to capture conversation 174 

verbatim.  Online chat interviews were already transcribed verbatim through the written 175 

record.  All transcripts were anonymous.  Field notes were taken to record both verbal 176 

and non-verbal insights, and salient points learned during interviews.   177 

 178 

Page 8 of 44

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 9 

Throughout the interview, the community interviewer: empowered participants by 179 

expressing the value of their participation; used personal sharing (as helpful) to build 180 

rapport, safety and trust; provided support and validation to help participants through 181 

emotions that arose during the interview; paid attention throughout the interview to how 182 

the participant was feeling; and checked in at the end of each interview to make sure 183 

the participant was emotionally stable and supported.  The interview focused on 184 

experiences with the medical system and cancer screening; however, the conversation 185 

had the potential to touch on past memories of abuse, which could have brought up old 186 

feelings, which may or may not be distressing to participants who had benefited from 187 

therapy. If a participant had expressed sadness or sorrow, they would have been asked 188 

how they wanted to proceed (e.g. sit quietly while they work through the emotion, take a 189 

break, continue, or finish up early) and that request would have been honoured. One 190 

participant felt sad, but was okay to continue and felt positive about completing the 191 

interview.  If a participant had felt they needed additional support, we would have 192 

covered the cost of one session with their therapist.  None of the participants requested 193 

therapy session support. 194 

 195 

Our community interviewer had a follow-up conversation with each participant one week 196 

after their interview to see if the interviewee had additional comments and was 197 

comfortable with the interview process and what came out during conversation.  198 

Preliminary data analysis results were also reviewed at this time (member checking).  199 

This follow-up conversation contributed to the rigor of our data collection and analysis.  200 

It also provided an opportunity to check the emotional state of the participant and help 201 
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resolve any unresolved issues raised by the research process. No unresolved issues 202 

remained.  203 

 204 

Thematic analysis[30 31] was used to identify and describe CSA survivor perspectives 205 

on cancer screening and potential facilitators for screening.  We increased rigor, validity 206 

and the fullness of the analysis and interpretation by having two separate researchers 207 

with different perspectives conduct the analysis – one, a CSA survivor, and one with no 208 

history of sexual abuse. Transcripts were read and coded simultaneously.  Codes were 209 

grouped around similar ideas into categories.  Codes and categories were constantly 210 

compared across cases for corroboration and consistency. Categories were organized 211 

into themes and subthemes describing aspects of the data using an inductive approach. 212 

The two researchers identified themes, then came together to share and discuss results 213 

so one perspective did not dominate interpretation of the results and to ensure 214 

saturation had been reached. Themes were framed in the context of recommendations 215 

for improving cancer screening participation.  Discrepancies were discussed until 216 

reconciled and interpretation and recommendations were agreed upon. Descriptive 217 

saturation was confirmed during thematic analysis when no new codes, categories or 218 

themes emerged from the data. Fieldnotes were used to aid interpretation of themes. 219 

Illustrative quotes are used to support themes, interpretations, and recommendations.  220 

 221 

The University of Toronto Research Ethics Board approved this study.   222 

 223 

RESULTS 224 
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 225 

Initially, thirteen CSA survivors were informed about the study.  Twelve CSA survivors 226 

agreed to participate in an interview after seed and snowball sampling.  All twelve CSA 227 

survivors were interviewed in January 2014.  None dropped out. All agreed to follow up.  228 

Descriptive saturation was reached after ten interviews; however, two additional 229 

participants were interviewed to honor snowball referral and confirm saturation.   230 

 231 

All participants were female.  Their ages ranged from early 40’s to mid 70’s: three in 232 

their 40’s, six in their 50’s, two in their 60’s and one in her 70’s.  Education ranged from 233 

limited formal education to post-graduate degrees.  CSA survivors lived in rural (n=4), 234 

small town (n=5), and urban (n=3) communities in Canada (n=9) and the United States 235 

(n=3).  Nine CSA survivors were mothers and two were First Nations.  Three 236 

participants disclosed having dissociative identity disorder (DID) and had more than one 237 

personality participate in the interview, though it is likely that more than two participants 238 

were DID since is highly stigmatized and even debated in the psychiatric world[26] 239 

making it a condition most multiples will not readily disclose.   240 

 241 

All participants had been screened at least once for at least one type of breast, cervical 242 

or colon cancer in the past.  However, some participants had never been screened for 243 

all three cancers, despite being eligible. Most participants were under-screened for all 244 

three cancers.  Few were up to date for all eligible cancer screening tests. 245 

 246 
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Survivors wanted to be healthy and recognized the importance of personal agency in 247 

staying healthy.  Survivors identified several ways health care providers can help 248 

support patient efforts to “Lbe responsible for [our] own health” (Int 1).   249 

 250 

The core concept that emerged was that CSA survivor participation in cancer screening 251 

is supported most by compassionate care. Compassionate care means providers 252 

relating to CSA survivor, and really all patients, on a human level, in understanding, 253 

empathizing and mitigating potential sources of suffering.  Compassionate care is the 254 

overarching term we use to summarize the themes and sub-themes from our analysis, 255 

including: the desire for holistic care; the unique needs of CSA survivors with 256 

dissociative identity disorder; the patient - health care provider relationship; appointment 257 

interactions; the cancer screening environment; and provider assumptions about 258 

patients.  Each theme is described in detail below. 259 

 260 

Desire for Holistic Care 261 

A common theme that CSA survivors used to exemplify the concept of compassionate 262 

care was holistic care that balances physical, mental, emotional and spiritual health: 263 

“Doctors aren’t that great at attending to emotional or psychosocial issues they 264 

should know impact tremendously on health. Stress levels. The whole mind-body 265 

connection. Being more attentive to that LHelp people make the mind-body 266 

connection. And doctors should become more aware of what is out there, the 267 

kind of help, not just [western] medicine - meditation, mindfulness, energy work 268 

that would be helpful to patients rather than just medicine.” (Int 12) 269 
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 270 

The Unique Needs of CSA Survivors with Dissociative Identity Disorder  271 

We found DID could affect cancer screening both in terms of accessing and 272 

participating in screening programs.  One participant shared:  “We have to take 273 

responsibility for our health. I can tell the younger ones too. Some things aren’t 274 

comfortable but it’s for making us healthy.” (Int 6).  This statement provides a glimpse 275 

into the complexity of decision making for someone with DID.  Balancing the potentially 276 

competing thoughts, opinions, concerns and anxieties of multiple personalities can 277 

impact the decision to access cancer screening.   278 

 279 

Conflict around the ‘legitimacy’ of DID in the psychiatric world[26] is not helping people 280 

with multiple personalities (multiples) access health care services or get the care they 281 

need.  The debate can impact the way some doctors interact with DID patients and thus 282 

undermining the DID experience and trust.  As one DID participant described: “I think 283 

mostly my psychiatrist, they don’t really take it seriously, the mental illness. I would like 284 

to be treated like a person and when I tell them I was diseased with something to take 285 

them seriously and when I need care, give me the care that I need.” (int 7) 286 

 287 

Furthermore, health care providers should be aware that a patient with DID may either 288 

show up to an appointment in a younger state or have a younger personality come 289 

forward during an appointment: 290 

“For me, I’m fortunate in having a wonderful [doctor] who knows my [disorder] 291 

and in fact on one occasion going back quite a number of years, I made an 292 
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appointment in a young state. He treated me as usual, his tone changed in a 293 

gentle way.” (Int 6) 294 

Doctor awareness of the mental and emotional state of the patient, changes in state, 295 

and providing compassionate care can facilitate present and future cancer screening 296 

participation. 297 

 298 

Relationship with Health Care Providers 299 

The relationship CSA survivors have with their doctor, nurse practitioner, lab technician 300 

and support staff has an effect on how they feel about health care and whether they 301 

seek cancer screening: 302 

 303 

“I am lucky to have had great doctors and nurses, and they get to know you 304 

pretty wellL. I have been very reassured to see how providers do consider 305 

women in their practices.” (Int 8) 306 

 307 

“Every doctor whether you’ve been abused or not should take time to listen, to 308 

ask certain questions, how they’re feeling. Develop a bit more rapportL The 309 

whole tenet of compassionate care.” (Int 12) 310 

 311 

Positive relationships and experiences with health care providers and the health care 312 

system had lasting effects for many CSA survivors, and they would use these positive 313 

relationships and experiences to counterbalance or even neutralize more negative 314 

medical experiences.   315 
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 316 

Appointment Interactions 317 

The quality of the interaction with a health care provider during appointments was 318 

identified as a significant facilitator (or barrier) to cancer screening for CSA survivors.  319 

Recommended actions and interaction characteristics centered around the provider-320 

survivor relationship and focused on the provider being mentally present and respectful; 321 

using motivational interviewing techniques; being mindful of body language; maintaining 322 

the Survivor’s dignity; sharing control; and being “human”. 323 

 324 

Being mentally present and respectful. Health care providers may have the deepest 325 

respect for their patients, but unless they communicate it, the patient is not likely to 326 

know it, especially patients who have been abused.  Patients feel respected when they 327 

have their Provider’s attention and can tell when the mind and attention of their health 328 

care provider is elsewhere: 329 

 330 

Int 7: “What I liked about it is that she understood you were nervous. She talked 331 

through step by step what she was going to do. She respects your dignity.  332 

Interviewer: “How did you know she respects your dignity? 333 

Int 7: “By the way she treated me, and the way she explained everything and 334 

said, ‘Relax, it’s going to be ok, it’s going to be over in no time’. The way she 335 

spoke to me.” 336 

 337 
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Listening, reassuring, being aware, and not rushing are simple ways to be present and 338 

respectful with patients, even if the appointment is brief:   339 

 340 

“I think nobody can go wrong if they treat patients with respect, which would be 341 

on everybody’s list of recommendations.  Just to be respectful, and just be 342 

aware.  If someone seems to be especially anxious, just kind of, bring it out in the 343 

open.” (Int 10) 344 

 345 

Motivational Interviewing: Understanding a CSA Survivor’s Behaviour and Values 346 

to Evoke Behaviour Change. A CSA survivor’s decision to participate in cancer 347 

screening can be impacted by the way their health care provider talks with them: “Lit 348 

would be very helpful if they learned something about motivational interviewing” (Int 12).  349 

Motivational interviewing[32] is a therapeutic conversational style that focuses on the 350 

autonomy of the individual, collaboration between the individual and health care 351 

provider, and evoking sustainable behavior change in the individual.  Motivational 352 

interviewing was developed to help alcoholics overcome their addiction[33] and has 353 

shown promise in supporting other positive behaviour change[34].   354 

 355 

Being Mindful of Body Language.  Body language communicates as much as (or 356 

more than) words and so impacts provider-survivor interactions.  CSA survivors 357 

recommended being mindful of body language in terms of how body language can 358 

communicate both attention and intimidation (i.e. make sure body language is not 359 

intimidating) to facilitate feeling comfortable with cancer screening: 360 
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 361 

Int 10:  “Most of the doctors that work on children, they work on their posture with 362 

their kids so they don’t come across as intimidating to the kids. That kind of 363 

information would be helpful even with adults. Be aware of body language and 364 

body position. Whether it comes across as more intimidating or not.” 365 

 366 

Aggressive or sudden movements during physical examination or procedure by health 367 

care providers can be equally triggering for CSA survivors. For example, one CSA 368 

survivor was startled and frightened when a phlebotomist grabbed her arm without 369 

warning. CSA survivors, like most patients, prefer not to be “treated like a piece of 370 

meat.” (Int 2) 371 

 372 

Maintaining Survivor Dignity.  CSA survivors were not treated with dignity as children.  373 

Reminding CSA survivors they are worthy of honor and respect by treating them with 374 

dignity is not only empowering, but helps them get screened for cancer.  Several CSA 375 

survivors recommended that simple ways to maintain patient dignity include: keeping 376 

patients covered with a blanket throughout a procedure; the provider saying what they 377 

are going to do before doing it; letting patients get dressed and “put back together” 378 

before discussing things further because, “nobody wants to sit there naked any longer 379 

than they have to!” (Int 3).   380 

 381 

Sharing Control.  As children, many CSA survivors were poked and penetrated with 382 

unknown objects that they could not see and had many things done to them without 383 
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their consent or knowledge of what was happening to them.  Therefore, CSA survivors 384 

are more likely to become comfortable with screening if they feel they understand a 385 

procedure and share in the control of what is happening to them and their environment.  386 

Sharing control can be as simple as talking to patients in plain language and asking 387 

simple questions so they feel part of the conversation:  “Just being asked these kinds of 388 

questions makes me feel more included” (Int 2).   389 

 390 

Sharing control is about having the patient feel they are an active and efficacious 391 

participant in the screening process.  This can be done by offering patients a choice, 392 

whenever possible: “They always ask before they touch me and explain the reason for 393 

what they do, and do nothing until I say “o.k.”” (Int 8). Demystifying the cancer screening 394 

process by explaining what is being done and what medical instruments are being used 395 

will increase CSA survivor comfort with, and participation in, cancer screening. 396 

 397 

Being Human.  The most easily accessible and effective way to build rapport, mutual 398 

respect and inclusivity with CSA survivors is by establishing a commonality: “we are 399 

both human.”  Two of the simplest, most effective ways of relating on an equal basis are 400 

by sharing personal anecdotes and laughing.  As one CSA survivor described, “She is 401 

not above sharing” (Int 9).  Interviewees indicated that even a bit of humor can quickly 402 

improve health care interactions and transform the screening experience:  403 

 404 

“Humor helps me a lot.  It's a sucky experience no matter how it happens and 405 

some is just the inherent nature of the test - the equipment is cold and you put an 406 
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intimate/sensitive part of your body into it, to get squeezed beyond belief.” (Int 407 

11) 408 

  409 

“If they have a sense of humor that would be nice too.  But to be personable and 410 

a little light.” (Int 2) 411 

 412 

“Lif they kind of acknowledge that maybe using a sense of humor” (Int 9) 413 

 414 

Our community interviewer shared personal stories and used humour during interviews 415 

to create a calm, open and safe environment for participants and as a launch point for 416 

participants to feel comfortable sharing their stories and recommendations.  We believe 417 

these were key elements in the success of the interviews. 418 

 419 

The Cancer Screening Environment 420 

“When they put that metal thing inside myself, it brings up a lot” (Int 4).  Cancer 421 

screening tests can be triggering for CSA survivors in ways people without this history 422 

cannot fully predict or appreciate.  As children, many CSA survivors were repeatedly 423 

abused and after being humiliated, were left lying naked in a cold place: 424 

 425 

“A heater in the room. I have a feeling probably won’t be. Probably not that warm. 426 

They have clothes on. I wouldn’t feel cold. It’s a huge trigger. How many times as 427 

a kid lying naked in a cold place. I don’t want people touching me when I’m cold.” 428 

(Int 12) 429 
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 430 

The choppy disconnected sentences used to communicate this recommendation lends 431 

additional para-verbal insight into how post-traumatic stress and the trauma of CSA can 432 

impact health care seeking and experiences in adulthood.  Keeping the physical 433 

environment comfortable and warm can help prevent triggers around being cold.  434 

Environment not only means the physical environment though, and also includes the 435 

cultural climate.  Little things, like a smile or eye contact, can have a large positive 436 

impact: 437 

“It doesn't take any extra time to speak to someone with a kind voice or to smile 438 

at them.  Even if it did take a few minutes to help someone feel safer, it may 439 

make the test itself go more smoothly, which could save time overall.” (Int 11) 440 

 441 

“What helps me most is having female providers who are kind and open with a 442 

good sense of humor. Sadly, it may be safe to assume that at least some 443 

patients will have a trauma history with anxiety around physical issues and 444 

medical visits, but a quiet and compassionate demeanor for me is a great help, 445 

as is the framing of health care as caring for oneself.” (Int 8) 446 

Female provider preference was common among participants.   447 

 448 

Assumptions 449 

Some health care providers struggle with whether to ask patients if they have 450 

experienced sexual abuse.  We found that while some survivors appreciate being asked 451 

this question and felt it gave them permission to disclose, others found it intrusive.  The 452 
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main difference in reaction was grounded in why the Survivor felt the doctor/nurse was 453 

asking the question.  That is, was the question motivated by genuine concern or 454 

because it was a perfunctory item on a checklist.  It was indicated that health care 455 

providers deliver the best care when they treat everyone like they are a sexual abuse 456 

survivor: 457 

 458 

“I think they should have that same regard for everybody. Then they wouldn’t 459 

have to worry about making exceptions or treating us differently. They would 460 

have that regard and respect for everyoneLIf it’s good for people who’ve been 461 

abused, it’s good for everyone.  It’s a win-win situation. Everybody would 462 

benefit.” (Int 6) 463 

 464 

Other noteworthy observations 465 

Many CSA survivors had limited knowledge and understanding of cervical cancer 466 

screening and the pap test, including highly educated survivors.  Many did not know the 467 

term ‘cervix’ or where the cervix is located, or the term ‘speculum’, what it is and what it 468 

is used for.  Women with hysterectomy were unsure how much of their reproductive 469 

tract had been removed and whether they still needed cervical cancer screening.  470 

Several survivors identified exposure to radiation during mammography as a barrier to 471 

breast cancer screening.  Our interviews provided an opportunity to correct 472 

misinformation and provide sexual and reproductive health education.  For instance, we 473 

addressed the radiation barrier by contextualizing the level of radiation exposure during 474 

mammography to everyday real world exposures, such as being less than a 475 
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transcontinental flight, less than a dental exam, or less than standing beside a brick 476 

building. 477 

 478 

Health care providers also have opportunities to educate patients during clinic visits and 479 

should not assume patients/clients know or correctly remember sexual and reproductive 480 

health information that will help them decide to participate in screening programs.  481 

Health care providers can review how a patient can take care of their sexual health, 482 

including sexual health screening possibilities (sexually transmitted infections, cervical 483 

cancer, breast cancer, colon cancer) and a discussion of the tests themselves.  484 

 485 

Another observation was that the phrase "shoved inside" came up in a number of 486 

interviews when describing the pap test. The phrase is violent and uncaring, and speaks 487 

to the perception that interviewees have of the medical procedure - one that reiterates 488 

the abusive experience.  489 

 490 

Finally, structural barriers were identified by women living in isolated areas:  491 

“I do regular cancer screening, I’m overdue. I have a stool test that I’m supposed 492 

to have done, and haven’t done it yet because we have to bring it in on a 493 

Monday. Otherwise it can’t get done and be valid. Because we live isolated there 494 

are extra hoops so I’m overdue on a mammogram. And I have a pap test that’s 495 

supposed to be done this spring.” 496 

 497 

DISCUSSION 498 
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 499 

CSA survivors described compassionate care being needed at every level of the health 500 

care experience including: when working with patients who have dissociative identity 501 

disorder; the relationship with health care providers; appointment interactions; the 502 

cancer screening environment; and provider assumptions about patients. 503 

Compassionate care can be delivered by: providing holistic care; building relationship; 504 

practicing respect; focusing attention on the patient; not rushing the appointment; 505 

keeping the environment positive and comfortable; maintaining patient dignity; sharing 506 

control whenever possible; explaining procedures; and using laughter to reduce power 507 

imbalances through shared humanity. We further suggest health care providers use 508 

these recommendations as best practice standards regardless of patient disclosure of 509 

trauma history.  These results were used to develop an informational video for the 510 

medical community on “Compassionate Care: Sexual Abuse and Cancer Screening” 511 

(available for streaming or download through YouTube, www.getscreened.ca, or 512 

supplementary files). 513 

 514 

Our recommendations reinforce and add to those of other sexual abuse and cancer 515 

screening studies that have proposed focusing on “communication, safety, trust and 516 

sharing control”[12] and developing interventions that reduce distress[14 35].  517 

 518 

Our findings also highlight the unique needs of CSA survivors with DID who may have 519 

to balance internal competing perspectives on screening and may arrive to an 520 

appointment in a dissociated or younger state. 521 
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 522 

A major strength of our study was having a CSA survivor conduct the interviews and 523 

participate in the analysis.  First, our community partner knew how to approach 524 

participants to ensure their safety and she was able to recognize from experience that 525 

we would need to remain flexible about how information was shared, gathered and 526 

recorded. As it turned out, it was very important to let participants decide how they 527 

would communicate and this was reinforced when one of the participants requested an 528 

alternative form of communication:  529 

“I think that I’m having anxiety around our Skype date, even as chatL. Would it 530 

be o.k. if we follow up via e-mail, at least around this project, for now? I’m very 531 

comfortable with that option. And I apologize if this interferes with the research in 532 

any way, because I think that the project is really worthwhile.” (Int 8) 533 

Remaining flexible ensured all CSA survivor voices had a chance to be heard.  Having 534 

our community partner participate in the analysis helped identify and prioritize themes 535 

and recommendations that may have otherwise been disregarded or taken for granted. 536 

 537 

Our community partner has had many years of interactions with people with DID, which 538 

enabled her to interact with DID participants in a way that obtained different points of 539 

view from those parts (identities) who presented.  Her experience and sensitivity 540 

towards DID helped DID participants, who would normally pose as a singleton with a 541 

different interviewer, be themselves and present different parts over the course of a 542 

single interview.  Only one subject overtly presented different parts. Others who self-543 
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identified switched without overtly presenting, and although she changed her interview 544 

style according to the presentation, she did not comment on the change in those cases. 545 

 546 

The interview process itself turned out to be an example of what participants 547 

recommended; that is, using humor, paying attention, and sharing.  A number of 548 

participants spoke about feeling very positive about the interview and their contribution.  549 

Specifically, one interviewee went to her doctor to discuss the human papilloma virus 550 

(HPV) vaccine because of what she learned during and following her interview.  Another 551 

interviewee said the experience gave her the confidence to enter into her first sexual 552 

relationship in many years, a positive one in the context of a romantic relationship.   553 

 554 

The absence of audio recording was a consideration of the study population and 555 

facilitated CSA survivor participation and safety; however, it is still a methodological 556 

limitation of our study.  This limitation primarily affected CSA survivors who interviewed 557 

orally.  Participants who participated through online chat were recorded verbatim 558 

through the written record.     559 

 560 

We did not interview female CSA survivors under the age of 40 or male CSA survivors.  561 

We hypothesize that the recommendation of compassionate care will still resonate with 562 

women under 40 since similar barriers and strategies to improve the cervical screening 563 

experience have been identified for this age group[12]. Male CSA survivors may have a 564 

different suite of barriers and facilitators to cancer screening but there is evidence that 565 

they will also benefit from compassionate care [14 36 37].   566 
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 567 

The role of socio-demographic, socio-political, cultural, substance use, mental health 568 

and post-traumatic stress disorder are important directions for future research not 569 

captured effectively during our investigation. Future research is also needed on 570 

quantifying how prevalent the perceptions presented here are among all CSA survivors 571 

and survivors of youth or adult sexual abuse and violence. 572 

 573 

The relationship with providers may be the most important determining factor in 574 

overcoming barriers to cancer screening among CSA survivors[12 38-40].  Provider 575 

awareness around why CSA survivors find cancer screenings difficult will enable 576 

providers to relate with understanding to their barriers.  Compassionate care will reduce 577 

power inequalities and alleviate the environmental triggers associated with cancer 578 

screening. 579 

 580 
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Appendix I: Interview Guide  745 

PART I:  Informed Consent for Interviews 746 

 747 

What’s this Project About? 748 

The purpose of this project is to increase cancer screening among individuals who have a 749 

history of sexual abuse.  To do this, we need to understand what would improve cancer 750 

screening among individuals who have been sexually abused.  We will use what we learn to 751 

develop and pilot an educational video targeting health care providers from the medical 752 

community on the needs of abuse survivors in relation to cancer screening. 753 

 754 

Why Me? 755 

We would like to talk with you because you are an abuse survivor.  756 

 757 

What do you want from me? 758 

We would like your guidance and insight on what would make it easier to get screened for 759 

breast, cervical and/or colon cancer.  Phone interviews will run 45 minutes to a little over an 760 

hour if we get chatty. 761 

 762 

What are the Risks? 763 

The interview will focus on present experiences with the medical system and cancer screening. 764 

However, the conversation could touch on past memories of abuse, which could bring up old 765 

feelings, which may or may not be distressing.  You will be supported through all emotions 766 

experienced through conversation and interaction.  If you feel sadness or sorrow, we will ask 767 

you how you want to proceed (e.g. sit quietly while they work through the emotion, take a 768 

break, continue, or finish up early).  If you feel you need additional support, we will cover the 769 

cost of a session with your therapist.  You may also refuse to participate or withdraw from this 770 

project at any time.  You will still be compensated. We will retain any information you have 771 

given to us up to that point.  No knowledge or information you share with us will be associated 772 

with your identity.  Results from all interviews will be aggregated so no one, other than the 773 

interviewer, will know what you communicated. 774 

 775 

What are the Benefits? 776 

The direct benefits are having your voice heard, increasing the awareness and understanding of 777 

abuse in relation to cancer screening, having an influence on cancer screening programs, 778 

practice, and policy in Ontario. Sometimes participating in studies also gives one the 779 

opportunity to learn from others and clarify our own knowing and thinking, especially as we 780 

talk about things.  The community will also benefit from your knowledge, which will lead to 781 

improved cancer screening. 782 

 783 

Do you have any questions? 784 

 785 

Would you like to participate?   Yes   No 786 

 787 

788 

Page 35 of 44

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 36

PART II: INTERVIEW QUESTIONS 789 

 790 

Guide/Process: 791 

 792 

First, visit to ease into conversation and develop communication style. 793 

 794 

Second, introduce study and review consent form. 795 

 796 

Third, ask questions. 797 

 798 

Throughout the interview, feel free to: 799 

- Empower participant through the value of their participation, 800 

- Use personal sharing (as helpful) to build rapport and trust,  801 

- Provide support and validation to help participant through emotions that arise 802 

during interview, 803 

- Pay attention throughout to how participant is feeling 804 

- Check in at end to make sure participant is ok and supported 805 

 806 

 807 

Questions: 808 

 809 

1. What is seeing a doctor, nurse or lab tech like for you? 810 

• If respondents say it's hard, express understanding. "Yes, that's hard for a 811 

lot of people who’ve been sexually abused. What do you think that doctors 812 

and nurses need to know?" 813 

2. Have you gone for cancer screening?   814 

• Ask about each of breast, cervical and colon cancer as appropriate. 815 

• If yes, what helps you go?  What could be improved? 816 

• If no, what stops you from going?  What would help you?  What could be 817 

improved? 818 

3. Is there’s anything else that doctors or lab techs could do to make it easier? 819 

• If the person says, “oh I can’t imagine anything it’s so hard”, then say, 820 

“what makes it hard/for you?” 821 
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• In the study so far, sexual abuse has been brought up as a barrier to 822 

screening for breast, cervical and colon cancer à most personal sites for 823 

screening à what would help abuse survivors get screened 824 

• Do you think a self-collected HPV test would be helpful if it was available? 825 

4. Is there anything else you want to say or we should know? 826 

 827 

Thank you for your time and insights.  They are greatly appreciated. 828 
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APPENDIX II:  Consolidated criteria for reporting qualitative studies (COREQ): 32-829 

item checklist 830 

No Item 
Guide 
questions/description 

Details 

Domain 1: 
Research team 
and reflexivity 

  

 

Personal 
Characteristics   

 

1. Interviewer/facilitator 
Which author/s conducted 
the interview or focus 
group? 

LN 

2. Credentials 
What were the 
researcher's credentials? 
E.g. PhD, MD 

DG – PhD; LN – Hon 
BA, Survivor, 
Educator, 
International Author 
and Advocate, 
Moderator of 
Survivors’ Chat 

3. Occupation 
What was their occupation 
at the time of the study? 

DG – associate 
professor; LN – 
researcher, writer 

4. Gender 
Was the researcher male 
or female? 

Female 

5. 
Experience and 
training 

What experience or 
training did the researcher 
have? 

Both researchers 
have experience 
conducting interviews 
on sensitive sexual 
health topics 

Relationship with 
participants   

 

6. 
Relationship 
established 

Was a relationship 
established prior to study 
commencement? 

LN knew several 
participants prior to 
the study 

7. 
Participant 
knowledge of the 
interviewer 

What did the participants 
know about the 
researcher? e.g. personal 
goals, reasons for doing 
the research 

Purpose of the study 
was reviewed during 
the consent process 

8. 
Interviewer 
characteristics 

What characteristics were 
reported about the 
interviewer/facilitator? e.g. 
Bias, assumptions, 

LN is a Survivor 
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No Item 
Guide 
questions/description 

Details 

reasons and interests in 
the research topic 

Domain 2: 
study design   

 

Theoretical 
framework   

 

9. 
Methodological 
orientation and 
Theory 

What methodological 
orientation was stated to 
underpin the study? e.g. 
grounded theory, discourse 
analysis, ethnography, 
phenomenology, content 
analysis 

Thematic analyisis 

Participant 
selection   

 

10. Sampling 

How were participants 
selected? e.g. purposive, 
convenience, consecutive, 
snowball 

Purposive and 
snowball 

11. Method of approach 

How were participants 
approached? e.g. face-to-
face, telephone, mail, 
email 

Email, messaging in 
survivors’ boards, 
word-of-mouth, 
participant referral 

12. Sample size 
How many participants 
were in the study? 

12 

13. Non-participation 
How many people refused 
to participate or dropped 
out? Reasons? 

None 

Setting 
  

 

14. 
Setting of data 
collection 

Where was the data 
collected? e.g. home, 
clinic, workplace 

On-line and over the 
phone 

15. 
Presence of non-
participants 

Was anyone else present 
besides the participants 
and researchers? 

No 

16. 
Description of 
sample 

What are the important 
characteristics of the 
sample? e.g. demographic 
data, date 

All participants were 
female Survivors in a 
stable situation and 
ranged in age (40’s to 
70’s), education, 
geographic location 
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No Item 
Guide 
questions/description 

Details 

Data collection 
  

 

17. Interview guide 

Were questions, prompts, 
guides provided by the 
authors? Was it pilot 
tested? 

See methods 

18. Repeat interviews 
Were repeat interviews 
carried out? If yes, how 
many? 

No, however, every 
participant was 
contacted one week 
after their interview 
for member checking 

19. 
Audio/visual 
recording 

Did the research use audio 
or visual recording to 
collect the data? 

See methods 

20. Field notes 
Were field notes made 
during and/or after the 
interview or focus group? 

Yes 

21. Duration 
What was the duration of 
the interviews or focus 
group? 

Approximately one 
hour each 

22. Data saturation 
Was data saturation 
discussed? 

Yes 

23. Transcripts returned 
Were transcripts returned 
to participants for comment 
and/or correction? 

See methods 

Domain 3: 
analysis and 
findings 

  

 

Data analysis 
  

 

24. 
Number of data 
coders 

How many data coders 
coded the data? 

Two 
 

25. 
Description of the 
coding tree 

Did authors provide a 
description of the coding 
tree? 

See Results 

26. 
Derivation of 
themes 

Were themes identified in 
advance or derived from 
the data? 

Themes derived from 
data 

27. Software 
What software, if 
applicable, was used to 
manage the data? 

No software was used 

28. Participant checking 
Did participants provide 
feedback on the findings? 

Yes 
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No Item 
Guide 
questions/description 

Details 

Reporting 
  

 

29. 
Quotations 
presented 

Were participant 
quotations presented to 
illustrate the themes / 
findings? Was each 
quotation identified? e.g. 
participant number 

Yes 

30. 
Data and findings 
consistent 

Was there consistency 
between the data 
presented and the 
findings? 

Yes 

31. 
Clarity of major 
themes 

Were major themes clearly 
presented in the findings? 

Yes, see Results 

32. 
Clarity of minor 
themes 

Is there a description of 
diverse cases or 
discussion of minor 
themes? 

Yes, see Results 

 831 

 832 

 833 
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Consolidated criteria for reporting qualitative studies (COREQ): 32-item checklist 

No Item Guide questions/description Details 

Domain 1: 

Research team 

and reflexivity 
  

 

Personal 

Characteristics   

 

1. Interviewer/facilitator 
Which author/s conducted the 

interview or focus group? 

LN 

2. Credentials 
What were the researcher's 

credentials? E.g. PhD, MD 

DG – PhD; LN – Hon BA, 

Survivor, Educator, 

Accomplished Novelist 

3. Occupation 
What was their occupation at the 

time of the study? 

DG – associate professor; 

LN – researcher, writer 

4. Gender Was the researcher male or female? Female 

5. 
Experience and 

training 

What experience or training did the 

researcher have? 

Both researchers have 

experience conducting 

interviews on sensitive 

sexual health topics 

Relationship 

with participants   

 

6. 
Relationship 

established 

Was a relationship established prior 

to study commencement? 

LN knew several participants 

prior to the study 

7. 

Participant 

knowledge of the 

interviewer 

What did the participants know 

about the researcher? e.g. personal 

goals, reasons for doing the 

research 

Purpose of the study was 

reviewed during the consent 

process 

8. 
Interviewer 

characteristics 

What characteristics were reported 

about the interviewer/facilitator? 

e.g. Bias, assumptions, reasons and 

interests in the research topic 

LN is a Survivor 

Domain 2: 

study design   

 

Theoretical 

framework   

 

9. 

Methodological 

orientation and 

Theory 

What methodological orientation 

was stated to underpin the study? 

e.g. grounded theory, discourse 

analysis, ethnography, 

phenomenology, content analysis 

Thematic analyisis 

Participant 

selection   

 

10. Sampling 

How were participants selected? 

e.g. purposive, convenience, 

consecutive, snowball 

Purposive and snowball 

11. Method of approach 

How were participants approached? 

e.g. face-to-face, telephone, mail, 

email 

Email, chat room post, word-

of-mouth, participant referral 

12. Sample size 
How many participants were in the 

study? 

12 
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No Item Guide questions/description Details 

13. Non-participation 

How many people refused to 

participate or dropped out? 

Reasons? 

None 

Setting 
  

 

14. 
Setting of data 

collection 

Where was the data collected? e.g. 

home, clinic, workplace 

On-line and over the phone 

15. 
Presence of non-

participants 

Was anyone else present besides the 

participants and researchers? 

No 

16. Description of sample 

What are the important 

characteristics of the sample? e.g. 

demographic data, date 

All participants were female 

Survivors in a stable 

situation and ranged in age 

(40’s to 70’s), education, 

geographic location 

Data collection 
  

 

17. Interview guide 

Were questions, prompts, guides 

provided by the authors? Was it 

pilot tested? 

See methods 

18. Repeat interviews 
Were repeat interviews carried out? 

If yes, how many? 

No, however, every 

participant was contacted one 

week after their interview for 

member checking 

19. 
Audio/visual 

recording 

Did the research use audio or visual 

recording to collect the data? 

See methods 

20. Field notes 

Were field notes made during 

and/or after the interview or focus 

group? 

Yes 

21. Duration 
What was the duration of the 

interviews or focus group? 

Approximately one hour 

each 

22. Data saturation Was data saturation discussed? Yes 

23. Transcripts returned 

Were transcripts returned to 

participants for comment and/or 

correction? 

See methods 

Domain 3: 

analysis and 

findings 
  

 

Data analysis 
  

 

24. 
Number of data 

coders 

How many data coders coded the 

data? 

Two 

 

25. 
Description of the 

coding tree 

Did authors provide a description of 

the coding tree? 

See Results 

26. Derivation of themes 
Were themes identified in advance 

or derived from the data? 

Themes derived from data 

27. Software 
What software, if applicable, was 

used to manage the data? 

No software was used 

28. Participant checking 
Did participants provide feedback 

on the findings? 

Yes 

Reporting 
  

 

29. Quotations presented 
Were participant quotations 

presented to illustrate the themes / 

Yes 
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No Item Guide questions/description Details 

findings? Was each quotation 

identified? e.g. participant number 

30. 
Data and findings 

consistent 

Was there consistency between the 

data presented and the findings? 

Yes 

31. 
Clarity of major 

themes 

Were major themes clearly 

presented in the findings? 

Yes, see Results 

32. 
Clarity of minor 

themes 

Is there a description of diverse 

cases or discussion of minor 

themes? 

Yes, see Results 
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ABSTRACT 21 

 22 

Objective: The childhood sexual abuse (CSA) survivor population is substantial and 23 

survivors have been identified as part of the population under or never screened for 24 

breast, cervical and colon cancer.  Our objective was to learn CSA survivor 25 

perspectives on, and experiences with, breast, cervical and colon cancer screening with 26 

the intention of generating recommendations to help health care providers improve 27 

cancer screening participation.   28 

Design: A pragmatic constructivist qualitative study involving individual, semi-29 

structured, in-depth interviews was conducted in January 2014. Thematic analysis was 30 

used to describe CSA survivor perspectives on cancer screening and identify potential 31 

facilitators for screening. 32 

Participants: A diverse purposive sample of adult, female CSA survivors was recruited. 33 

The inclusion criteria were: being a CSA survivor, being in a stable living situation, 34 

where stable meant able to meet one’s financial needs independently, able to maintain 35 

supportive relationships, having participated in therapy to recover from past abuse, and 36 

living in a safe environment.  Twelve Survivors were interviewed.  Ages ranged from 37 

early 40’s to mid 70’s.  Descriptive saturation was reached after ten interviews. 38 

Setting: Interviews were conducted over the phone or Internet.  CSA survivors were 39 

primarily from urban and rural Ontario, but some resided elsewhere in Canada and the 40 

United States. 41 

Results: The core concept that emerged was that compassionate care at every level of 42 

the health care experience could improve cancer screening participation.  Main themes 43 
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included: desire for holistic care; unique needs of patients with dissociative identity 44 

disorder; the patient-health care provider relationship; appointment interactions; the 45 

cancer screening environment; and provider assumptions about patients.   46 

Conclusions: Compassionate care can be delivered by: building relationship; practicing 47 

respect; focusing attention on the patient; not rushing the appointment; keeping the 48 

environment positive and comfortable; maintaining patient dignity; sharing control 49 

whenever possible; explaining procedures; and using laughter to reduce power 50 

imbalance through shared humanity.  51 

 52 

Strengths and Limitations of this Study: 53 

- A major strength of our study was taking a community based research approach 54 

and having a CSA survivor actively participate in all aspects of the research 55 

including formation of the research question, development of research methods, 56 

data collection, data analysis, interpretation, and dissemination of study findings.   57 

- Another strength was the inclusion of perspectives from participants with 58 

dissociative identity disorder. 59 

- Phone interviews were not voice recorded but rather transcribed in real time to 60 

support CSA survivors who may have a history of being video and/or audio 61 

recorded for exploitation purposes. 62 

- We did not interview female CSA survivors under 40 years of age or male CSA 63 

survivors, although we hypothesize that the recommendation of compassionate 64 

care will resonate with both these groups. 65 

  66 
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INTRODUCTION 67 

 68 

Adverse childhood experiences, especially around sexual abuse, have been associated 69 

with significantly increased risk for a wide range of physical and mental health 70 

problems[1], including post-traumatic stress disorder and dissociation[2-8], as well as 71 

significantly increased odds of adult cancer diagnosis[9-11].  The reasons for this latter 72 

association are complex and not fully understood[12]; however, some possibilities 73 

include that childhood sexual abuse (CSA) survivors may be: exposed to the human 74 

papilloma virus responsible for cervical cancer[13] earlier in life and more often, less 75 

likely to access preventative health care, or less likely to participate in routine cancer 76 

screening programs that can change the natural history of disease [14-18]. CSA 77 

survivors have been identified as a population with low rates of cervical[15-22], 78 

breast[23 24], and colon[25] cancer screening participation[14]. This is understandable 79 

since these screening tests involve squeezing and penetrating the body’s most intimate 80 

sexual sites; those same sites that were physically traumatized for CSA survivors. 81 

 82 

It is very challenging to accurately estimate the CSA population given variability in 83 

definitions of CSA and difficulties measuring CSA[26 27].  Currently, the best estimates 84 

of CSA are that between 12 and 18% of girls and between 5 and 8% of boys aged 2–17 85 

years have experienced higher-impact CSA[27].  The evidence also indicates that CSA 86 

cases are significantly unreported suggesting that the CSA survivor population is 87 

substantial[28].  Add individuals who have survived other forms of sexual abuse, such 88 
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as forced sex or sexual violence as youth or adults, and the sexual abuse survivor 89 

population grows rapidly. 90 

 91 

A few studies have identified barriers to cervical cancer screening for CSA survivors, 92 

including not wanting to be touched in the pelvic area and dissociating areas of the 93 

body[14 20].  Fewer studies have identified facilitators to cervical cancer screening, 94 

such as improving communication, safety, trust and sharing control[21].  There is a 95 

dearth of studies identifying barriers and facilitators to breast[23] or colon[25] cancer 96 

screening. Our objective was to learn CSA survivor perspectives on, and experiences 97 

with, breast, cervical and colon cancer screening with the intention of generating 98 

recommendations to help health care providers improve cancer screening participation.  99 

 100 

METHODS 101 

 102 

We approached this research from a pragmatic constructivist perspective[29] and used 103 

a community based participatory research (CBPR) approach[30-33] to conduct cancer 104 

screening research with CSA survivors. CSA survivors are a hidden, hard-to-reach 105 

population because of shame, guilt, stigma and many have not disclosed their prior 106 

abuse openly.  CSA survivors are also a vulnerable population because of their history 107 

of abuse, trauma and exploitation.  We chose to take a CBPR approach and worked 108 

closely with a community ‘gate-keeper’ to: increase research safety and relevance; 109 

maintain rigor in the development of sensitive and supportive interview methods; 110 

increase access, uptake, recruitment and participation in interviews; strengthen the 111 
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accuracy, rigor, and reliability of our data analysis and interpretation; aide knowledge 112 

translation; and maximize participant support and community benefit[33-36]. 113 

 114 

CSA survivors who have worked with therapists or other healers to address their past 115 

abuse have reduced vulnerability because they have healed enough and are strong 116 

enough to be able to say no and so provide free and informed consent.  This 117 

vulnerability is further reduced when CSA survivors interact with other members of the 118 

CSA survivor community, where relationship, trust, and rapport are more quickly 119 

established because of shared experience and mutual understanding.  120 

 121 

Our CSA survivor community partner (LN) is an internationally recognized author and 122 

advocate who writes, speaks and educates about sexual abuse.  She has extensive 123 

experience researching sexual abuse and interviewing CSA survivors, including CSA 124 

survivors with dissociative identity disorder (DID) - a “complex and valid disorder that is 125 

not uncommon”[37] and is often associated with CSA[37 38]. 126 

 127 

Our community partner was the point person for recruitment and interviewed all 128 

participants. A first pass of CSA survivors were contacted by our community partner 129 

through her pre-existing network as the moderator of an online CSA support group and 130 

internationally recognized CSA author and advocate.  Survivors were contacted by 131 

email, phone, and chat room post to tell them about the project.  We maximized the 132 

breadth and diversity of participants by purposively sampling CSA survivors with varying 133 

cancer screening habits (never-, under-, or regularly- screened), socioeconomic status, 134 
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and education levels, as well as being from urban or rural Ontario, or elsewhere in 135 

Canada or the United States.  We extended our sampling reach by asking those who 136 

participated if there was anyone else with whom we should talk in a modified snowball 137 

sampling approach.  Those interested in participating contacted our community partner 138 

directly to schedule an interview.   139 

 140 

The inclusion criteria were: being part of the CSA survivor community and being in a 141 

stable situation, where stable meant able to meet one’s financial needs independently, 142 

able to maintain supportive relationships, having had therapy/psychotherapy to recover 143 

from past abuse, and currently living in a safe environment.  We focused on women 50 144 

years old and older because of the standard screening age requirements for breast and 145 

colon cancer are 50 years old and older.  However, we also interviewed CSA survivors 146 

in their 40’s to capture the perspectives of women with a long history of cervical cancer 147 

screening eligibility and approaching the age of eligibility for breast and colon cancer 148 

screening.  Participants needed to have access to the Internet or a phone for the 149 

interview. 150 

 151 

Individual, semi-structured, in-depth interviews (Appendix I) were conducted with CSA 152 

survivors in January 2014.  Participants were guided to be in a comfortable, secure 153 

location of their choosing for their interview. All interviews were anonymous.  Only the 154 

community interviewer knew the identity of participants. All interviews were initiated with 155 

a review of the purpose of the research and sustained in a natural conversational 156 

style[39].  Participants were asked to talk about their experience seeking medical care 157 
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in general and then specifically about breast, cervical and colon cancer screening as 158 

relevant to them. Participants were also asked what health care providers can do to 159 

make it easier to get screened and if there was anything else they wanted to say or 160 

thought we should know.  Outsider researchers reviewed interview questions, probes 161 

and flow before the interview guide was finalized.  162 

 163 

Interviews took 45 minutes to a little over one hour to complete. Participants were given 164 

the option of having their interview over the phone or via on-line chat.  One participant 165 

requested completing the interview by email.  Our community interviewer helped 166 

develop the research question and interview guide, and so was trained in the spirit and 167 

intention of the research [40] so she could ensure consistency of the information 168 

collected across all interviews, regardless of the manifestation of conversation or 169 

interview modality. Descriptive saturation was reached once our community interviewer 170 

noticed no new information arising during interviews. Participants were compensated for 171 

their time and knowledge with a monetary honorarium. 172 

 173 

For many CSA survivors, sexual abuse included video and/or audio recording for 174 

exploitation purposes, resulting in many CSA survivors being triggered by voice or 175 

image recording.  Therefore, phone interviews were not voice recorded.  Instead, phone 176 

conversations were transcribed directly into a computer in real time and supplemented 177 

with detailed notes after the interview. Every effort was made to capture conversation 178 

verbatim.  Online chat interviews were already transcribed verbatim through the written 179 
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record.  All transcripts were anonymous.  Field notes were taken to record both verbal 180 

and non-verbal insights, and salient points learned during interviews.   181 

 182 

Throughout the interview, the community interviewer: empowered participants by 183 

expressing the value of their participation; used personal sharing (as helpful) to build 184 

rapport, safety and trust; provided support and validation to help participants through 185 

emotions that arose during the interview; paid attention throughout the interview to how 186 

the participant was feeling; and checked in at the end of each interview to make sure 187 

the participant was emotionally stable and supported.  The interview focused on 188 

experiences with the medical system and cancer screening; however, the conversation 189 

had the potential to touch on past memories of abuse, which could have brought up old 190 

feelings, which may or may not be distressing to participants who had benefited from 191 

therapy. If a participant had expressed sadness or sorrow, they would have been asked 192 

how they wanted to proceed (e.g. sit quietly while they work through the emotion, take a 193 

break, continue, or finish up early) and that request would have been honoured. One 194 

participant felt sad, but was okay to continue and felt positive about completing the 195 

interview.  If a participant had felt they needed additional support, we would have 196 

covered the cost of one session with their therapist.  None of the participants requested 197 

therapy session support. 198 

 199 

Our community interviewer had a follow-up conversation with each participant one week 200 

after their interview to see if the interviewee had additional comments and was 201 

comfortable with the interview process and what came out during conversation.  202 
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Preliminary data analysis results were also reviewed at this time (member checking).  203 

This follow-up conversation contributed to the rigor of our data collection and analysis.  204 

It also provided an opportunity to check the emotional state of the participant and help 205 

resolve any unresolved issues raised by the research process. No unresolved issues 206 

remained.  207 

 208 

Thematic analysis[41 42] was used to identify and describe CSA survivor perspectives 209 

on cancer screening and potential facilitators for screening.  We increased rigor, validity 210 

and the fullness of the analysis and interpretation by having two separate researchers 211 

with different perspectives conduct the analysis – one, a CSA survivor, and one with no 212 

history of sexual abuse. Transcripts were read and coded simultaneously.  Codes were 213 

grouped around similar ideas into categories.  Codes and categories were constantly 214 

compared across cases for corroboration and consistency. Categories were organized 215 

into themes and subthemes describing aspects of the data using an inductive approach. 216 

The two researchers identified themes, then came together to share and discuss results 217 

so one perspective did not dominate interpretation of the results and to ensure 218 

saturation had been reached. Themes were framed in the context of recommendations 219 

for improving cancer screening participation.  Discrepancies were discussed until 220 

reconciled and interpretation and recommendations were agreed upon. Descriptive 221 

saturation was confirmed during thematic analysis when no new codes, categories or 222 

themes emerged from the data. Fieldnotes were used to aid interpretation of themes. 223 

Illustrative quotes are used to support themes, interpretations, and recommendations.  224 

 225 
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The University of Toronto Research Ethics Board approved this study.   226 

 227 

RESULTS 228 

 229 

Initially, thirteen CSA survivors were informed about the study.  Twelve CSA survivors 230 

agreed to participate in an interview after seed and snowball sampling.  All twelve CSA 231 

survivors were interviewed in January 2014.  None dropped out. All agreed to follow up.  232 

Descriptive saturation was reached after ten interviews; however, two additional 233 

participants were interviewed to honor snowball referral and confirm saturation.   234 

 235 

All participants were female.  Their ages ranged from early 40’s to mid 70’s: three in 236 

their 40’s, six in their 50’s, two in their 60’s and one in her 70’s.  Education ranged from 237 

limited formal education to post-graduate degrees.  CSA survivors lived in rural (n=4), 238 

small town (n=5), and urban (n=3) communities in Canada (n=9) and the United States 239 

(n=3).  Nine CSA survivors were mothers and two were First Nations.  Three 240 

participants disclosed having dissociative identity disorder (DID) and had more than one 241 

personality participate in the interview, though it is likely that more than three 242 

participants were DID since DID is highly stigmatized and even debated in the 243 

psychiatric world[37] making it a condition most multiples will not readily disclose.   244 

 245 

All participants had been screened at least once for at least one type of breast, cervical 246 

or colon cancer in the past.  However, some participants had never been screened for 247 
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all three cancers, despite being eligible. Most participants were under-screened for all 248 

three cancers.  Few were up to date for all eligible cancer screening tests. 249 

 250 

Survivors wanted to be healthy and recognized the importance of personal agency in 251 

staying healthy.  Survivors identified several ways health care providers could help 252 

support patient efforts to “Lbe responsible for [our] own health” (Int 1).   253 

 254 

The core concept that emerged was that CSA survivor participation in cancer screening 255 

was supported most by compassionate care. Compassionate care means providers 256 

relating to CSA survivors, or any patient, on a human level, by understanding, 257 

empathizing and mitigating potential sources of suffering.  Compassionate care is the 258 

overarching term we use to summarize the themes and sub-themes from our analysis, 259 

including: the desire for holistic care; the unique needs of CSA survivors with 260 

dissociative identity disorder; the patient - health care provider relationship; appointment 261 

interactions; the cancer screening environment; and provider assumptions about 262 

patients.  Each theme is described in detail below. 263 

 264 

Desire for Holistic Care 265 

A common theme that CSA survivors used to exemplify the concept of compassionate 266 

care was holistic care, which balances physical, mental, emotional and spiritual health 267 

(table 1).  Some CSA survivors perceived that they would be able to take better care of 268 

themselves if health care providers were more holistic in their approach, attending to the 269 

emotional or psychological supports needed to overcome the anxiety of cancer 270 
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screening.  They also suggested that helping CSA survivors recognize and value the 271 

mind-body connection might help them adopt healthy behaviours.  By extension, 272 

strengthening the mind-body connection and providing emotional and psychological 273 

support may have the added benefit of preventing CSA survivors from dissociating 274 

during screening procedures.  275 

 276 

The Unique Needs of CSA Survivors with Dissociative Identity Disorder  277 

We found DID could affect cancer screening both in terms of accessing and 278 

participating in screening programs.  One participant shared:  “We have to take 279 

responsibility for our health. I can tell the younger ones too. Some things aren’t 280 

comfortable but it’s for making us healthy.” (Int 6).  This statement provides a glimpse 281 

into the complexity of decision making for someone with DID.  Balancing the potentially 282 

competing thoughts, opinions, concerns and anxieties of multiple personalities can 283 

impact the decision to access cancer screening.   284 

 285 

Conflict around the ‘legitimacy’ of DID in the psychiatric world[37] is not helping people 286 

with multiple personalities (multiples) access health care services or get the care they 287 

need.  The debate can impact the way some doctors interact with DID patients and thus 288 

undermine the experience and trust.  As one DID participant described: “I think mostly 289 

my psychiatrist, they don’t really take it seriously, the mental illness. I would like to be 290 

treated like a person and when I tell them I was diseased with something to take them 291 

seriously and when I need care, give me the care that I need.” (Int 7) 292 

 293 

Page 13 of 53

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 14

Furthermore, health care providers should be aware that a patient with DID may either 294 

show up to an appointment in a younger state or have a younger personality come 295 

forward during an appointment: 296 

“For me, I’m fortunate in having a wonderful [doctor] who knows my [disorder] 297 

and in fact on one occasion going back quite a number of years, I made an 298 

appointment in a young state. He treated me as usual, his tone changed in a 299 

gentle way.” (Int 6) 300 

CSA survivors without DID may also dissociate during a screening procedure (table 1).  301 

Doctor awareness of the mental and emotional state of the patient, changes in state, 302 

and providing compassionate care may facilitate present and future cancer screening 303 

participation.  304 

 305 

Relationship with Health Care Providers 306 

The relationship CSA survivors have with their doctor, nurse practitioner, lab technician 307 

and support staff has an effect on how they feel about health care and whether they 308 

seek cancer screening (table 1).  Positive relationships and experiences with health 309 

care providers and the health care system had lasting effects for many CSA survivors, 310 

and they would use these positive relationships and experiences to counterbalance or 311 

even neutralize more negative medical experiences.   312 

 313 

Appointment Interactions 314 

The quality of the interaction with a health care provider during appointments was 315 

identified as a significant facilitator (or barrier) to cancer screening for CSA survivors.  316 
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Recommended actions and interaction characteristics centered around the provider-317 

survivor relationship and focused on the provider being mentally present and respectful; 318 

communication styles; being mindful of body language; maintaining the Survivor’s 319 

dignity; sharing control; and being “human”. 320 

 321 

Being mentally present and respectful. Health care providers may have the deepest 322 

respect for their patients, but unless they communicate it, the patient is not likely to 323 

know it, especially patients who have been abused.  Patients felt respected when they 324 

had their provider’s attention and could tell when their health care provider’s mind and 325 

attention was elsewhere (table 1).  Participants suggested health care providers 326 

demonstrate being present and respectful by listening, being reassuring, being aware, 327 

and not rushing the patient or appointment, even when the appointment was brief.   328 

 329 

Communication styles. Several CSA survivors said their decision to participate in 330 

cancer screening was impacted by the way their health care provider talked with them 331 

and suggested that humour could help relieve some of the anxiety of screening (table 332 

1). They also suggested that: “Lit would be very helpful if they learned something about 333 

motivational interviewing” (Int 12).  Motivational interviewing[43] is a therapeutic 334 

conversational style that focuses on the autonomy of the individual, collaboration 335 

between the individual and health care provider, and evoking sustainable behavior 336 

change in the individual.  Motivational interviewing was developed to help alcoholics 337 

overcome their addiction[44] and has shown promise in supporting other positive 338 

behaviour change[45].   339 
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 340 

Being Mindful of Body Language.  Body language communicates as much as (or 341 

more than) words and so impacts provider-survivor interactions.  CSA survivors 342 

recommended health care providers be mindful of body language in terms of how body 343 

language can communicate both attention and intimidation (i.e. make sure body 344 

language is not intimidating) to facilitate feeling comfortable with cancer screening (table 345 

1).  Aggressive or sudden movements during physical examination or procedure by 346 

health care providers can be equally triggering for CSA survivors. For example, one 347 

CSA survivor was startled and frightened when a phlebotomist grabbed her arm without 348 

warning. CSA survivors, like most patients, prefer not to be “treated like a piece of 349 

meat.” (Int 2) 350 

 351 

Maintaining Survivor Dignity.  CSA survivors were not treated with dignity as children.  352 

Reminding CSA survivors they are worthy of honor and respect by treating them with 353 

dignity is not only empowering, but helps them get screened for cancer.  Several CSA 354 

survivors recommended that simple ways to maintain patient dignity included: keeping 355 

patients covered with a blanket throughout a procedure; the provider saying what they 356 

are going to do before doing it; letting patients get dressed and “put back together” 357 

before discussing things further because, “nobody wants to sit there naked any longer 358 

than they have to!” (Int 3).   359 

 360 

Sharing Control.  As children, many CSA survivors were poked and penetrated with 361 

unknown objects that they could not see and had many things done to them without 362 
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their consent or knowledge of what was happening to them.  Many CSA survivors said 363 

they were more likely to become comfortable with screening if they felt they understood 364 

a procedure and shared in the control of what was happening to them and their 365 

environment (table 1).  Sharing control was as simple as talking to patients in plain 366 

language and asking simple questions so they felt part of the conversation:  “Just being 367 

asked these kinds of questions makes me feel more included” (Int 2).   368 

 369 

Sharing control was about feeling they were an active and efficacious participant in the 370 

screening process.  This was done by offering the CSA survivor a choice, whenever 371 

possible: “They always ask before they touch me and explain the reason for what they 372 

do, and do nothing until I say “o.k.”” (Int 8). Demystifying the cancer screening process 373 

by explaining what is being done and what medical instruments are being used could 374 

increase CSA survivor comfort with, and participation in, cancer screening. 375 

 376 

Being Human.  The most easily accessible and effective way to build rapport, mutual 377 

respect and inclusivity with CSA survivors was by establishing a commonality: “we are 378 

both human.”  Two of the simplest, most effective ways of relating on an equal basis 379 

described by CSA survivors were sharing personal anecdotes and laughing.  As one 380 

CSA survivor described, “She is not above sharing” (Int 9).  CSA survivors indicated that 381 

even a bit of humor could quickly improve health care interactions and transform the 382 

screening experience (table 1).  Our community interviewer shared personal stories and 383 

used humour during interviews to create a calm, open and safe environment for 384 

participants and as a launch point for participants to feel comfortable sharing their 385 
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stories and recommendations.  We believe these were key elements in the success of 386 

the interviews. 387 

 388 

The Cancer Screening Environment 389 

Cancer screening tests can be triggering for CSA survivors in ways people without this 390 

history cannot fully predict or appreciate.  As children, many CSA survivors were 391 

repeatedly abused and after being humiliated, were left lying naked in a cold place: 392 

“A heater in the room. I have a feeling probably won’t be. Probably not that warm. 393 

They have clothes on. I wouldn’t feel cold. It’s a huge trigger. How many times as 394 

a kid lying naked in a cold place. I don’t want people touching me when I’m cold.” 395 

(Int 12) 396 

 397 

The choppy disconnected sentences used to communicate this recommendation lends 398 

additional para-verbal insight into how post-traumatic stress and the trauma of CSA can 399 

impact health care seeking and experiences in adulthood[17 18].  Keeping the physical 400 

environment comfortable and warm may help prevent triggers around being cold.  401 

Environment not only meant the physical environment though, and also included the 402 

cultural climate (table 1).  Little things, like a smile or eye contact, could have a large 403 

positive impact.  Female provider preference was also common among participants.   404 

 405 

Assumptions 406 

Some health care providers struggle with whether to ask patients if they have 407 

experienced sexual abuse.  We found that while some survivors appreciate being asked 408 
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this question and felt it gave them permission to disclose, others found it intrusive.  The 409 

main difference in reaction was grounded in why the CSA survivor felt the doctor/nurse 410 

was asking the question.  That is, was the question motivated by genuine concern or 411 

because it was a perfunctory item on a checklist.  It was suggested that health care 412 

providers deliver the best care when they treat everyone like they are a sexual abuse 413 

survivor (table 1). 414 

 415 

Other noteworthy observations 416 

Many CSA survivors had limited knowledge and understanding of cervical cancer 417 

screening and the pap test, including highly educated survivors.  Many did not know the 418 

term ‘cervix’ or where the cervix is located, or the term ‘speculum’, what it is and what it 419 

is used for.  Women with hysterectomy were unsure how much of their reproductive 420 

tract had been removed and whether they still needed cervical cancer screening.  421 

Several survivors identified exposure to radiation during mammography as a barrier to 422 

breast cancer screening.  423 

 424 

Health care providers may have opportunities to educate patients during clinic visits and 425 

should not assume patients/clients know or correctly remember sexual and reproductive 426 

health information that might help them decide to participate in screening programs.  427 

Clinic visits present an opportunity to review how to take care of ones sexual health, 428 

including screening possibilities (sexually transmitted infections, cervical cancer, breast 429 

cancer, colon cancer) and the tests themselves.  430 

 431 
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Another observation was that the phrase "shoved inside" came up in a number of 432 

interviews when describing the pap test. The phrase is violent and uncaring, and speaks 433 

to the perception that some CSA survivors have of cancer screening procedures - one 434 

that reiterates the abusive experience.  435 

 436 

Finally, structural barriers were identified by women living in isolated areas, where 437 

cancer screening tests, such as mammography, may only be offered at specific times of 438 

year:  439 

“I do regular cancer screening, I’m overdue. I have a stool test that I’m supposed 440 

to have done, and haven’t done it yet because we have to bring it in on a 441 

Monday. Otherwise it can’t get done and be valid. Because we live isolated there 442 

are extra hoops so I’m overdue on a mammogram. And I have a pap test that’s 443 

supposed to be done this spring.” 444 

 445 

DISCUSSION 446 

 447 

CSA survivors described compassionate care being beneficial at every level of the 448 

health care experience including: when working with patients who have dissociative 449 

identity disorder; the patient-health care provider relationship; appointment interactions; 450 

the cancer screening environment; and provider assumptions about patients. They 451 

suggested that compassionate care could be delivered by: providing holistic care; 452 

building relationship; practicing respect; focusing attention on the patient; not rushing 453 

the appointment; keeping the environment positive and comfortable; maintaining patient 454 
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dignity; sharing control whenever possible; explaining procedures; and using laughter to 455 

reduce power imbalances through shared humanity. We further suggest health care 456 

providers use these recommendations as best practice standards regardless of patient 457 

disclosure of trauma history.  These results were used to develop an informational video 458 

for the medical community on “Compassionate Care: Sexual Abuse and Cancer 459 

Screening” (available for streaming or download through YouTube, 460 

www.getscreened.ca, or supplementary files).  The intention was for this video to be a 461 

resource for: educational institutions (medical training programs, nursing programs, 462 

allied health programs) to train new health care providers, health care facilities to train 463 

new or existing staff, continuing education credits for health care providers already 464 

delivering care to CSA survivors, or simply for health care providers searching the web 465 

to learn how to better support CSA survivor clients. 466 

 467 

Our recommendations reinforce and add to those of other sexual abuse and cancer 468 

screening studies that have proposed focusing on “communication, safety, trust and 469 

sharing control”[20] and developing interventions that reduce distress[17 25].  Our 470 

finding that several CSA survivors appreciate when providers talked with them through 471 

procedures suggests cancer screening participation could be improved with 472 

interventions and outreach efforts that provide psycho-education about screening 473 

procedures, such as optional consultation meetings prior to screening or community 474 

health information evenings targeting larger groups.  This type of intervention is further 475 

supported by our findings that some women have limited knowledge or understanding of 476 

cervical cancer.   477 
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 478 

Our findings also reveal that CSA survivors with or without DID may dissociate during 479 

medical procedures as a way of coping with stress and anxiety, providing contextual 480 

evidence of the long-term impact of post-traumatic stress disorder from CSA[2-8 37 38].  481 

This finding highlights the unique needs of CSA survivors, especially those with DID 482 

who may also have to balance internal competing perspectives on screening and may 483 

arrive to an appointment in a younger state.  DID CSA survivors indicated that providers 484 

who adjusted their interaction-style to meet the needs of their presenting identity felt 485 

supported through the screening process, which facilitated their participation through to 486 

completion.  These positive experiences also helped reduce anxiety, maintained rapport 487 

and a positive patient-provider relationship, and encouraged CSA survivors to continue 488 

participating in screening programs. 489 

 490 

A major strength of our study was having a CSA survivor conduct the interviews and 491 

participate in the analysis.  First, our community partner knew how to approach 492 

participants to ensure their safety and she was able to recognize from experience that 493 

we would need to remain flexible about how information was shared, gathered and 494 

recorded. As it turned out, it was very important to let participants decide how they 495 

would communicate and this was reinforced when one of the participants requested an 496 

alternative form of communication:  497 

“I think that I’m having anxiety around our Skype date, even as chatL. Would it 498 

be o.k. if we follow up via e-mail, at least around this project, for now? I’m very 499 
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comfortable with that option. And I apologize if this interferes with the research in 500 

any way, because I think that the project is really worthwhile.” (Int 8) 501 

Remaining flexible ensured all CSA survivor voices had a chance to be heard.  Having 502 

our community partner participate in the analysis helped identify and prioritize themes 503 

and recommendations that may have otherwise been disregarded or taken for granted. 504 

 505 

Our community partner has had many years of interactions with people with DID, which 506 

enabled her to interact with DID participants in a way that obtained different points of 507 

view from those parts (identities) who presented.  Her experience and sensitivity 508 

towards DID helped DID participants, who would normally pose as a singleton with a 509 

different interviewer, be themselves and present different parts over the course of a 510 

single interview.  Only one subject overtly presented different parts. Others who self-511 

identified switched without overtly presenting, and although she changed her interview 512 

style according to the presentation, she did not comment on the change in those cases. 513 

 514 

The interview process itself turned out to be an example of what participants 515 

recommended; that is, using humor, paying attention, and sharing.  A number of 516 

participants spoke about feeling very positive about the interview and their contribution.  517 

Specifically, one interviewee went to her doctor to discuss the human papilloma virus 518 

(HPV) vaccine because of what she learned during and following her interview.  Another 519 

interviewee said the experience gave her the confidence to enter into her first sexual 520 

relationship in many years, a positive one in the context of a romantic relationship.   521 

 522 
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The absence of audio recording was a consideration of the study population and 523 

facilitated CSA survivor participation and safety; however, it is still a methodological 524 

limitation of our study.  This limitation primarily affected CSA survivors who interviewed 525 

orally.  Participants who participated through online chat were recorded verbatim 526 

through the written record.  The role of video and audio recording is an important 527 

consideration that should be researched more intentionally and formally given its 528 

sensitive and potentially triggering impact on CSA survivors and methodologic impact 529 

on research.  530 

 531 

We did not interview female CSA survivors under the age of 40 or male CSA survivors.  532 

We hypothesize that the recommendation of compassionate care will still resonate with 533 

women under 40 since similar barriers and strategies to improve the cervical screening 534 

experience have been identified for this age group[20]. Male CSA survivors may have a 535 

different suite of barriers and facilitators to cancer screening but there is evidence that 536 

they will also benefit from compassionate care [25 47 48].   537 

 538 

The role of socio-demographic, socio-political, cultural, substance use, mental health 539 

and post-traumatic stress disorder are important directions for future research not 540 

captured effectively during our investigation. Future research is also needed on 541 

quantifying how prevalent the perceptions presented here are among all CSA survivors 542 

and survivors of youth or adult sexual abuse and violence.  Finally, another potential 543 

area of future research would be to conduct a similar qualitative study among women 544 
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with and without a history of CSA to determine whether or not these are unique needs 545 

or concerns with this population. 546 

 547 

The relationship with providers may be the most important determining factor in 548 

overcoming barriers to cancer screening among CSA survivors[19 20 22 49].  Provider 549 

awareness around why CSA survivors find cancer screenings difficult will enable 550 

providers to relate with understanding to their barriers.  Compassionate care will reduce 551 

power inequalities and alleviate the environmental triggers associated with cancer 552 

screening. 553 

 554 
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Table 1: Themes from Interviews with Childhood Sexual Abuse Survivors about 758 

Cancer Screening, January 2014. 759 

Theme Supporting Quotation(s) 

Holistic Care “Doctors aren’t that great at attending to emotional or 

psychosocial issues they should know impact tremendously on 

health. Stress levels. The whole mind-body connection. Being 

more attentive to that LHelp people make the mind-body 

connection. And doctors should become more aware of what is 

out there, the kind of help, not just [western] medicine - 

meditation, mindfulness, energy work that would be helpful to 

patients rather than just medicine.” (Int 12) 

 

 I used to experience terror before seeing doctors or 

nurses.  Now it is typically mild anxiety but if it were for an 

invasive test it's more likely to be extreme anxietyL(Int 11) 

 

Dissociation 

and 

Dissociative 

Identity 

Disorder 

“When they put that metal thing inside myself, it brings up a lot.” 

(Int 4) 

“Is there anything that makes it easer? (Interviewer) 

“I go inside myself and I think of positive.” (Int 4) 

 “It was positiveLthere was a nurse in the room and [the Doctor] 

explained everything he was doing...for me it would have been 
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easier if they wouldn’t have talked to me because I could just 

"not be there"Lit’s hard to dissociate when someone's talking to 

you” (Int 3) 

 

 “I might have a constant low to medium grade anxiety for the 

whole day before I go.  Unless I dissociate the reason I am going 

and then I might be almost sort of okay until right when I get 

there and then I realize and I'm like $%&!! I forgot I was having 

that done todayL. There have also been times that I have 

spaced out completely during the test and been unable to speak 

or respond and then she just works as quickly as she can, and 

that is probably the best thing for me at that point 

too.  Theoretically she could see if she could get me grounded 

before continuing but I don't know that it would be possible 

at that point and I'd rather just finish the test than have to go 

back again.  Actually I probably wouldn't be able to go back 

again at that point, it would be too hard.” (Int 11) 

 

Patient-

Provider 

Relationship 

“I am lucky to have had great doctors and nurses, and they get 

to know you pretty wellL. I have been very reassured to see 

how providers do consider women in their practices.” (Int 8) 

 

 “During a pap test, what my doctor does that helps me the most 
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is 1) she tells me what she is doing before she does it, and 2) 

she talks to me during it, about other things.  Most often she 

asks me about my work, I think she knows that grounds me the 

most.” (Int 11) 

 

 “What I liked about it is that she understood you were nervous. 

She talked through step by step what she was going to do. She 

respects your dignity. (Int 7) 

“How did you know she respects your dignity? (Interviewer) 

“By the way she treated me, and the way she explained 

everything and said, ‘Relax, it’s going to be ok, it’s going to be 

over in no time’. The way she spoke to me.” (Int 7) 

 

Appointment 

Interactions 

“I think nobody can go wrong if they treat patients with respect, 

which would be on everybody’s list of recommendations.  Just to 

be respectful, and just be aware.  If someone seems to be 

especially anxious, just kind of, bring it out in the openL.Most of 

the doctors that work on children, they work on their posture with 

their kids so they don’t come across as intimidating to the kids. 

That kind of information would be helpful even with adults. Be 

aware of body language and body position. Whether it comes 

across as more intimidating or not.” (Int 10) 
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 “If they have a sense of humor that would be nice too.  But to be 

personable and a little light.” (Int 2) 

 

 “Lif they kind of acknowledge that maybe using a sense of 

humor” (Int 9) 

 

 “It would be even better if, rather than just telling me what she is 

about to do, if she would ask me "Is it okay for me to do X now?" 

"I am about to do Y, is that okay?"   It's a subtle difference but 

can be important, it would keep reminding me that I have some 

control with this.” (Int 11) 

 

Cancer 

Screening 

Environment 

“It doesn't take any extra time to speak to someone with a kind 

voice or to smile at them.  Even if it did take a few minutes to 

help someone feel safer, it may make the test itself go 

more smoothly, which could save time overall.” (Int 11) 

 

  “What helps me most is having female providers who are kind 

and open with a good sense of humor. Sadly, it may be safe to 

assume that at least some patients will have a trauma history 

with anxiety around physical issues and medical visits, but a 

quiet and compassionate demeanor for me is a great help, as is 

the framing of health care as caring for oneself.” (Int 8) 
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Provider 

Assumptions 

“I think they should have that same regard for everybody. Then 

they wouldn’t have to worry about making exceptions or treating 

us differently. They would have that regard and respect for 

everyoneLIf it’s good for people who’ve been abused, it’s good 

for everyone.  It’s a win-win situation. Everybody would benefit.” 

(Int 6)  

 

 “Every doctor whether you’ve been abused or not should take 

time to listen, to ask certain questions, how they’re feeling. 

Develop a bit more rapportL The whole tenet of compassionate 

care.” (Int 12) 

 760 

  761 
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Appendix I: Interview Guide  762 

PART I:  Informed Consent for Interviews 763 

 764 

What’s this Project About? 765 

The purpose of this project is to increase cancer screening among individuals who have 766 

a history of sexual abuse.  To do this, we need to understand what would improve 767 

cancer screening among individuals who have been sexually abused.  We will use what 768 

we learn to develop and pilot an educational video targeting health care providers from 769 

the medical community on the needs of abuse survivors in relation to cancer screening. 770 

 771 

Why Me? 772 

We would like to talk with you because you are an abuse survivor.  773 

 774 

What do you want from me? 775 

We would like your guidance and insight on what would make it easier to get screened 776 

for breast, cervical and/or colon cancer.  Phone interviews will run 45 minutes to a little 777 

over an hour if we get chatty. 778 

 779 

What are the Risks? 780 

The interview will focus on present experiences with the medical system and cancer 781 

screening. However, the conversation could touch on past memories of abuse, which 782 

could bring up old feelings, which may or may not be distressing.  You will be supported 783 

through all emotions experienced through conversation and interaction.  If you feel 784 
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sadness or sorrow, we will ask you how you want to proceed (e.g. sit quietly while they 785 

work through the emotion, take a break, continue, or finish up early).  If you feel you 786 

need additional support, we will cover the cost of a session with your therapist.  You 787 

may also refuse to participate or withdraw from this project at any time.  You will still be 788 

compensated. We will retain any information you have given to us up to that point.  No 789 

knowledge or information you share with us will be associated with your identity.  790 

Results from all interviews will be aggregated so no one, other than the interviewer, will 791 

know what you communicated. 792 

 793 

What are the Benefits? 794 

The direct benefits are having your voice heard, increasing the awareness and 795 

understanding of abuse in relation to cancer screening, having an influence on cancer 796 

screening programs, practice, and policy in Ontario. Sometimes participating in studies 797 

also gives one the opportunity to learn from others and clarify our own knowing and 798 

thinking, especially as we talk about things.  The community will also benefit from your 799 

knowledge, which will lead to improved cancer screening. 800 

 801 

Do you have any questions? 802 

 803 

Would you like to participate?   Yes   No 804 

 805 

806 
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PART II: INTERVIEW QUESTIONS 807 

 808 

Guide/Process: 809 

 810 

First, visit to ease into conversation and develop communication style. 811 

 812 

Second, introduce study and review consent form. 813 

 814 

Third, ask questions. 815 

 816 

Throughout the interview, feel free to: 817 

- Empower participant through the value of their participation, 818 

- Use personal sharing (as helpful) to build rapport and trust,  819 

- Provide support and validation to help participant through emotions that arise 820 

during interview, 821 

- Pay attention throughout to how participant is feeling 822 

- Check in at end to make sure participant is ok and supported 823 

 824 

Questions: 825 

 826 

1. What is seeing a doctor, nurse or lab tech like for you? 827 

• If respondents say it's hard, express understanding. "Yes, that's hard for a 828 

lot of people who’ve been sexually abused. What do you think that doctors 829 
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and nurses need to know?" 830 

2. Have you gone for cancer screening?   831 

• Ask about each of breast, cervical and colon cancer as appropriate. 832 

• If yes, what helps you go?  What could be improved? 833 

• If no, what stops you from going?  What would help you?  What could be 834 

improved? 835 

3. Is there’s anything else that doctors or lab techs could do to make it easier? 836 

• If the person says, “oh I can’t imagine anything it’s so hard”, then say, 837 

“what makes it hard/for you?” 838 

• In the study so far, sexual abuse has been brought up as a barrier to 839 

screening for breast, cervical and colon cancer à most personal sites for 840 

screening à what would help abuse survivors get screened 841 

• Do you think a self-collected HPV test would be helpful if it was available? 842 

4. Is there anything else you want to say or we should know? 843 

 844 

Thank you for your time and insights.  They are greatly appreciated. 845 
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APPENDIX II:  Consolidated criteria for reporting qualitative studies (COREQ): 32-846 

item checklist 847 

No Item 
Guide 

questions/description 

Details 

Domain 1: 

Research team 

and reflexivity 
  

 

Personal 

Characteristics   

 

1. Interviewer/facilitator 

Which author/s conducted 

the interview or focus 

group? 

LN 

2. Credentials 

What were the 

researcher's credentials? 

E.g. PhD, MD 

DG – PhD; LN – Hon 

BA, Survivor, 

Educator, 

International Author 

and Advocate, 

Moderator of 

Survivors’ Chat 

3. Occupation 
What was their occupation 

at the time of the study? 

DG – associate 

professor; LN – 

researcher, writer 

Page 44 of 53

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 45

No Item 
Guide 

questions/description 

Details 

4. Gender 
Was the researcher male 

or female? 

Female 

5. 
Experience and 

training 

What experience or 

training did the researcher 

have? 

Both researchers 

have experience 

conducting interviews 

on sensitive sexual 

health topics 

Relationship with 

participants   

 

6. 
Relationship 

established 

Was a relationship 

established prior to study 

commencement? 

LN knew several 

participants prior to 

the study 

7. 

Participant 

knowledge of the 

interviewer 

What did the participants 

know about the 

researcher? e.g. personal 

goals, reasons for doing 

the research 

Purpose of the study 

was reviewed during 

the consent process 

8. 
Interviewer 

characteristics 

What characteristics were 

reported about the 

interviewer/facilitator? e.g. 

LN is a Survivor 
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No Item 
Guide 

questions/description 

Details 

Bias, assumptions, 

reasons and interests in 

the research topic 

Domain 2: 

study design   

 

Theoretical 

framework   

 

9. 

Methodological 

orientation and 

Theory 

What methodological 

orientation was stated to 

underpin the study? e.g. 

grounded theory, discourse 

analysis, ethnography, 

phenomenology, content 

analysis 

Thematic analyisis 

Participant 

selection   

 

10. Sampling 

How were participants 

selected? e.g. purposive, 

convenience, consecutive, 

snowball 

Purposive and 

snowball 

Page 46 of 53

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For peer review
 only

 47

No Item 
Guide 

questions/description 

Details 

11. Method of approach 

How were participants 

approached? e.g. face-to-

face, telephone, mail, 

email 

Email, messaging in 

survivors’ boards, 

word-of-mouth, 

participant referral 

12. Sample size 
How many participants 

were in the study? 

12 

13. Non-participation 

How many people refused 

to participate or dropped 

out? Reasons? 

None 

Setting 
  

 

14. 
Setting of data 

collection 

Where was the data 

collected? e.g. home, 

clinic, workplace 

On-line and over the 

phone 

15. 
Presence of non-

participants 

Was anyone else present 

besides the participants 

and researchers? 

No 

16. 
Description of 

sample 

What are the important 

characteristics of the 

sample? e.g. demographic 

data, date 

All participants were 

female Survivors in a 

stable situation and 

ranged in age (40’s to 
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No Item 
Guide 

questions/description 

Details 

70’s), education, 

geographic location 

Data collection 
  

 

17. Interview guide 

Were questions, prompts, 

guides provided by the 

authors? Was it pilot 

tested? 

See methods 

18. Repeat interviews 

Were repeat interviews 

carried out? If yes, how 

many? 

No, however, every 

participant was 

contacted one week 

after their interview 

for member checking 

19. 
Audio/visual 

recording 

Did the research use audio 

or visual recording to 

collect the data? 

See methods 

20. Field notes 

Were field notes made 

during and/or after the 

interview or focus group? 

Yes 

21. Duration 
What was the duration of 

the interviews or focus 

Approximately one 

hour each 
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No Item 
Guide 

questions/description 

Details 

group? 

22. Data saturation 
Was data saturation 

discussed? 

Yes 

23. Transcripts returned 

Were transcripts returned 

to participants for comment 

and/or correction? 

See methods 

Domain 3: 

analysis and 

findings 
  

 

Data analysis 
  

 

24. 
Number of data 

coders 

How many data coders 

coded the data? 

Two 

 

25. 
Description of the 

coding tree 

Did authors provide a 

description of the coding 

tree? 

See Results 

26. 
Derivation of 

themes 

Were themes identified in 

advance or derived from 

the data? 

Themes derived from 

data 

27. Software 
What software, if 

applicable, was used to 

No software was used 
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No Item 
Guide 

questions/description 

Details 

manage the data? 

28. Participant checking 
Did participants provide 

feedback on the findings? 

Yes 

Reporting 
  

 

29. 
Quotations 

presented 

Were participant 

quotations presented to 

illustrate the themes / 

findings? Was each 

quotation identified? e.g. 

participant number 

Yes 

30. 
Data and findings 

consistent 

Was there consistency 

between the data 

presented and the 

findings? 

Yes 

31. 
Clarity of major 

themes 

Were major themes clearly 

presented in the findings? 

Yes, see Results 

32. 
Clarity of minor 

themes 

Is there a description of 

diverse cases or 

discussion of minor 

themes? 

Yes, see Results 

 848 
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Consolidated criteria for reporting qualitative studies (COREQ): 32-item checklist 

No Item Guide questions/description Details 

Domain 1: 

Research team 

and reflexivity 
  

 

Personal 

Characteristics   

 

1. Interviewer/facilitator 
Which author/s conducted the 

interview or focus group? 

LN 

2. Credentials 
What were the researcher's 

credentials? E.g. PhD, MD 

DG – PhD; LN – Hon BA, 

Survivor, Educator, 

Accomplished Novelist 

3. Occupation 
What was their occupation at the 

time of the study? 

DG – associate professor; 

LN – researcher, writer 

4. Gender Was the researcher male or female? Female 

5. 
Experience and 

training 

What experience or training did the 

researcher have? 

Both researchers have 

experience conducting 

interviews on sensitive 

sexual health topics 

Relationship 

with participants   

 

6. 
Relationship 

established 

Was a relationship established prior 

to study commencement? 

LN knew several participants 

prior to the study 

7. 

Participant 

knowledge of the 

interviewer 

What did the participants know 

about the researcher? e.g. personal 

goals, reasons for doing the 

research 

Purpose of the study was 

reviewed during the consent 

process 

8. 
Interviewer 

characteristics 

What characteristics were reported 

about the interviewer/facilitator? 

e.g. Bias, assumptions, reasons and 

interests in the research topic 

LN is a Survivor 

Domain 2: 

study design   

 

Theoretical 

framework   

 

9. 

Methodological 

orientation and 

Theory 

What methodological orientation 

was stated to underpin the study? 

e.g. grounded theory, discourse 

analysis, ethnography, 

phenomenology, content analysis 

Thematic analyisis 

Participant 

selection   

 

10. Sampling 

How were participants selected? 

e.g. purposive, convenience, 

consecutive, snowball 

Purposive and snowball 

11. Method of approach 

How were participants approached? 

e.g. face-to-face, telephone, mail, 

email 

Email, chat room post, word-

of-mouth, participant referral 

12. Sample size 
How many participants were in the 

study? 

12 
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No Item Guide questions/description Details 

13. Non-participation 

How many people refused to 

participate or dropped out? 

Reasons? 

None 

Setting 
  

 

14. 
Setting of data 

collection 

Where was the data collected? e.g. 

home, clinic, workplace 

On-line and over the phone 

15. 
Presence of non-

participants 

Was anyone else present besides the 

participants and researchers? 

No 

16. Description of sample 

What are the important 

characteristics of the sample? e.g. 

demographic data, date 

All participants were female 

Survivors in a stable 

situation and ranged in age 

(40’s to 70’s), education, 

geographic location 

Data collection 
  

 

17. Interview guide 

Were questions, prompts, guides 

provided by the authors? Was it 

pilot tested? 

See methods 

18. Repeat interviews 
Were repeat interviews carried out? 

If yes, how many? 

No, however, every 

participant was contacted one 

week after their interview for 

member checking 

19. 
Audio/visual 

recording 

Did the research use audio or visual 

recording to collect the data? 

See methods 

20. Field notes 

Were field notes made during 

and/or after the interview or focus 

group? 

Yes 

21. Duration 
What was the duration of the 

interviews or focus group? 

Approximately one hour 

each 

22. Data saturation Was data saturation discussed? Yes 

23. Transcripts returned 

Were transcripts returned to 

participants for comment and/or 

correction? 

See methods 

Domain 3: 

analysis and 

findings 
  

 

Data analysis 
  

 

24. 
Number of data 

coders 

How many data coders coded the 

data? 

Two 

 

25. 
Description of the 

coding tree 

Did authors provide a description of 

the coding tree? 

See Results 

26. Derivation of themes 
Were themes identified in advance 

or derived from the data? 

Themes derived from data 

27. Software 
What software, if applicable, was 

used to manage the data? 

No software was used 

28. Participant checking 
Did participants provide feedback 

on the findings? 

Yes 

Reporting 
  

 

29. Quotations presented 
Were participant quotations 

presented to illustrate the themes / 

Yes 
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No Item Guide questions/description Details 

findings? Was each quotation 

identified? e.g. participant number 

30. 
Data and findings 

consistent 

Was there consistency between the 

data presented and the findings? 

Yes 

31. 
Clarity of major 

themes 

Were major themes clearly 

presented in the findings? 

Yes, see Results 

32. 
Clarity of minor 

themes 

Is there a description of diverse 

cases or discussion of minor 

themes? 

Yes, see Results 
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