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Aotearoa New Zealand Deaf women’s
perspectives on breast and cervical
cancer screening.

Deborah A Payne, Agnes Terraschke, Karen Yoshida, Victoria A Osasah

ABSTRACT

AIMs: Since the introduction of both cervical and breast screening programmes in Aotearoa New Zealand, mortality rates have dropped.
Both screening programmes track women’s engagement, but neither capture the level of engagement of Deaf women who are New
Zealand Sign Language users or their experiences in these screening programmes. Our paper addresses this knowledge deficit and provides
insights that will benefit health practitioners when providing screening services to Deaf women.

METHODS: We used qualitative interpretive descriptive methodology to investigate the experiences of Deaf women who are New Zealand
Sign Language users. A total of 18 self-identified Deaf women were recruited to the study through advertisements in key Auckland Deaf
organisations. The focus group interviews were audiotaped and transcribed. The data was then analysed using thematic analysis.
RESULTS: Our analysis indicated that a woman’s first screening experience may be made more comfortable when staff are Deaf aware
and a New Zealand Sign Language interpreter is used. Our findings also showed that when an interpreter is present, extra time is
required for effective communication, and that the woman’s privacy needs to be ensured.

CONCLUSION: This paper provides insights, as well as some communication guidelines and strategies, which may be useful to health
providers when engaging with Deaf women who use New Zealand Sign Language to communicate. The use of New Zealand Sign
Language interpreters in health settings is regarded as best practice, however their presence needs to be negotiated with each woman.

otearoa New Zealand was one of the

first signatories of the United Nations

Convention on the Rights of Persons with
Disabilities,! which identified access to the highest
attainable standard of health without discrimina-
tion as a right. This right is echoed in Aotearoa
New Zealand’s Disability 2016-2023 Strategy.’
Even though internationally Deaf communities
identify themselves as a linguistic and cultural
minority group and not as disabled,® Aotearoa
New Zealand policy includes them under the
umbrella of disabled.

Since the introduction of the cervical and breast
screening programmes in Aotearoa New Zealand,
mortality rates have dropped for cervical cancer*
and breast cancer.’ While both programmes track
women’s engagement, neither capture details
regarding Deaf women who are New Zealand Sign
Language users.

The New Zealand Disability Survey® identified
that 380,000 people reported having a hearing
impairment, which includes both Deaf and hard
of hearing. New Zealand Sign Language (NZSL) is
one of Aotearoa’s official languages and according to
the 2018 Census, NZSL was used by approximately
23,000 people. Of these, approximately 4,599 use

NZSL as their main means of communication.’
While this indicates that screening service pro-
viders may rarely encounter these women, such
infrequency does not justify ignoring their
rights to dignity, respect, full communication
and informed consent. Little is known about
women who use NZSL’s experiences of Aotearoa
New Zealand’s screening programmes; hence, our
study aimed to provide some insights into this
knowledge deficit.

In consultation with a Deaf-identified academic
and others from the Auckland Deaf community,
and in accordance with Deaf Aotearoa, our use
of the word ‘Deaf’” with a capital ‘D’ refers to
those people who identify as being part of a
Deaf community with a shared culture, beliefs
and values and language. From this perspective
deafness is not a disability or disease, but rather a
difference in human experience.?

Literature review

International studies identify that women with
disabilities have a higher cancer mortality rate than
other groups, especially with regards to breast can-
cer.>!! They are less likely to participate in regular
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preventative cancer screenings'? as the financial,
structural and attitudinal barriers often prove
too much.*101315 These barriers include: lack of
funds to pay for non-urgent medical care,>!* and
medical practices’ inaccessibility to disabled or
Deaf people.*1t1617 Most of these studies either
focus on women with physical disabilities or do
not differentiate between women with physical
and sensory disabilities. As a result, there is a lack
of knowledge about the experiences with preventive
screening among Deaf women.

Deaf people are reported as often less satis-
fied with their healthcare provision than hearing
patients.'®!® The reported main issue was commu-
nication barriers, as most practitioners were not
aware of Deaf culture or trained to communicate
with patients who identify as Deaf.

Deaf women may experience educational
disadvantage and may have lower literacy levels
than hearing people.?** These factors may impact
on their health literacy?* and their ability to fully
comprehend information being communicated
to them by forms other than NZSL. An Aotearoa
New Zealand study?? investigated both Deaf NZSL
users’ access to general, mental health and addiction
secondary healthcare and health professionals’
experiences of communicating with Deaf NZSL
users. Authors found the following communica-
tion issues: inconsistent interpreter provision,
problems with informed consent, and decreased
access to general health information. These sys-
temic issues contributed to Deaf people’s inability
to understand and hence consent to treatment.

Deaf women’s knowledge about breast?® and
cervical cancer is generally insufficient. A study*
found fewer than half of their Deaf women partic-
ipants were able to explain what a PAP smear was.
While there is research on some of the difficulties
Deaf women experience with general healthcare
andsome accessissuesin cancer screening, thereis
minimal research on Aotearoa New Zealand Deaf
women’s experiences with the two screening pro-
cedures. As well, there is little research on the
complexities of NZSL interpreter provision in both
cervical and breast screening encounters. Our paper
aims to address these gaps and to provide insights
that may benefit health practitioners providing
screening services to Deaf women who use NZSL.

Methods

The study’s objectives were to investigate the
experiences of women living with a physical/
sensory disability when engaging breast and/or
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cervical cancer screening services in Aotearoa
New Zealand, and to identify any barriers
encountered. Mixed methods were used—a
questionnaire that was distributed nationally?
and an Auckland-based qualitative component.

The research team consisted of a: Deaf
researcher, Maori researcher who lives with a
physical disability, research officer, women’s
health researcher and an international disability
studies researcher.

Participants for the qualitative component
were recruited through advertisements in Auckland
organisations: Te Roopu Waiora, Auckland Deaf
Society and Deaf Aotearoa, CCS Disability Action,
and Blind Low Vision NZ. All participants were
provided with an information sheet prior to making
their decision to participate.

The inclusion criteria were women between
20 and 69 years, who lived with a physical or
sensory disability and could converse in English
or NZSL. We wanted to determine if these women
faced barriers when engaging with the screening
services. We invited women who met the screening
criteria but had not been screened and those who
had accessed breast and/or cervical screening
services.

The qualitative component employed an
interpretive descriptive approach.? Data were
generated through semi-structured focus groups.
Six focus groups with women (n=31) living with
physical or sensory disabilities were held. Of the
Deaf or disabled women who participated, 18
identified as Deaf. Two focus groups consisted
solely of Deaf women (n=14). In one other group,
which included women with a mix of different
sensory and physical disabilities, four women
identified as Deaf (n=4). Of the 18 Deaf women,
one identified as Maori, two as Asian and 15 as
Pakeha/European. All three focus groups had
NZSL interpreters to ensure clear communication
between the moderators and the women.

For the two focus groups solely with Deaf
women, the moderator was the Deaf researcher.
The third group was moderated by the Maori
disability researcher. The first author was the
note taker for all groups. Ethical approval
was obtained from the Auckland University
of Technology’s Ethics Committee. Written con-
sent was obtained from all participants and their
agreement to maintain confidentiality and to not
divulge the identity and any personal information
of fellow participants.

The moderators used a semi-structured inter-
view guide, asking participants who had engaged
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with cervical or breast screening services to dis-
cuss their experiences and any barriers encoun-
tered (see Appendix 1). Women who had not been
screened were asked to discuss their experiences
and reasons for not engaging with services. All
focus groups’ interviews were audio recorded,
and data was transcribed verbatim. Data analy-
sis focussed on recurring themes following the
process set out by Braun and Clarke.?” The
researchers familiarised themselves with the
transcripts, independently coded the data and
then came together to engage in detailed data coding.
Coded segments were clustered together by the
researchers based on underlying similarities.
From these clusters larger overarching themes
were generated. The thematic findings centre on
Deaf women’s experiences of cervical and breast
screening, in particular the exchange of infor-
mation with service providers and use of NZSL
interpreters.

Results

Table 1 denotes some key socio-demographic
and screening details of participants. There were
mainly younger aged women (35-40 years),
with the majority Pakeha/European. All 18 Deaf
women had engaged with cervical screening.
Seventeen women had been screened every three
years, with the exception of one woman. This was
because she was uncertain about the criterion of
ever having been sexually active. Four women
had engaged with mammography services and had
been screened within the last two years. The key
issue from the focus groups was the communication
between the women and the cervical screening
practitioners and mammographers

The significance of Deaf aware staff

Four of the Deaf participants attended the same
general practice, as it was located where many
members of the Deaf community reside, and,
importantly, because its fees were relatively
low. Given this, the reception and nursing staff
have become adept at communicating with
Deaf patients (Deaf aware). R spoke of her first
experience of a cervical smear with Deaf aware
general practice staff:

R: I mean for me they (the nurse) had
quite a positive attitude and I explained
that I was Deaf and they were like “ok”
and so then they showed me, they told me
that, I could leave my top on but needed
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to take my pants off. So they explained
to me what I needed to do and I just
followed along with it and it was fine.

For S, who attended another practice where
the staff were not aware of how to communicate
with Deaf clients, her first experience of cervical
screening and understanding what was involved
was not so positive:

S: The first time there weren’t
enough interpreters around. I went
by myself. It wasn’t a comfortable
experience for me at all.

I: And so you mean it was difficult, the
communication was difficult? Or difficult
to follow? Or what was happening?

S: Well, you just go in there and you have
just got to open the pants and just end
up having. So it’s kind of an interesting
experience without an interpreter.

Comparing these two excerpts, when clinic
staff were aware of R’s communication needs
as a Deaf woman and were able to use gestures
effectively, R was able to understand what
she was required do. The procedure was not
perceived as so uncomfortable. In comparison, S,
who would have preferred to have had an inter-
preter present at her first cervical smear, was not
at ease and did not understand fully what was
involved. Her experience indicates the impor-
tance of both Deaf aware staff and the role a NZSL
interpreter has in these examinations.

Use of interpreters

Using NZSL interpreters is seen as best practice in
effective communication for Deaf people. Currently,
NZSL interpreters in the healthcare setting are
funded via iSign. iSign is contracted by Manata
Hauora — Ministry of Health to provide this ser-
vice.?® Our participants identified when going
through the public hospital/health system they
expected that the hospital would arrange for the
NZSL interpreters. However, going to see their GP
the women would organise this for themselves:

A: If it’s the private system then I would
organise my own interpreter. If it was
in the public then, when they texted me
the appointment or sent me the letter
I'would reply and say “please arrange
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Table 1: Demographic information of participants.
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. . . . .. Type of screening experienced
Age of participants Ethnicity of participants . .
8 - 3 B - by participants
Cervical
_ _ Breast cancer
35- 45- 60- o . Pakeha/ cancer .
Maori Asian . screening/
40yrs 50yrs 65yrs European | screening/
mammography
PAP smear
Number of
- 9 5 4 1 2 15 18 4
participants

an interpreter.” And then they would
book an interpreter. And when I would
arrive there would be one there.

The issue of privacy

Engaging a NZSL interpreter for either mam-
mography or cervical cancer screening was not
routinely practiced by all the women. One factor
influencing whether the women wanted an inter-
preter present was the issue of privacy. For NZSL
interpreting to be effective, both the woman and
the interpreter need to clearly see one another’s
faces and hand movements.

Both cervical screening and breast cancer
screening involve exposure of highly intimate
parts of the woman’s body. In using a NZSL inter-
preter for a mammography or cervical PAP smear,
the woman needs to be comfortable in having an
interpreter present who might see her exposed
body. “SZ” spoke about an interpreter service that
provided her with a male NZSL interpreter:

SZ: I have had problems with
bookings. They have booked the
wrong interpreter. For example, they
have brought a male interpreter.

The sex of the interpreter can also be perceived
as potential threat to maintaining one’s privacy.
For all the women, ensuring that they had a female
interpreter at their mammography or cervical
screening was important, as indicated by P:

P: Yes, well for me sometimes I do
prefer a woman interpreter rather

than a male interpreter. Especially
if it’s a private woman’s issue. So I
will ask for a female interpreter.

For some women, the need to maintain their
privacy took precedence over their communi-
cation needs. These women relied on the health
practitioner’s ability to communicate what they
needed the women to do and to read the woman’s
body language. Sometimes this was a satisfactory
experience for women and for others not. Rrelated
her experience of having a mammography:

R: I feel like I don’t need an interpreter

to come in and see everything. I mean it’s
my privacy that I want to keep as well. I
just work with a radiographer and we use
gestures and I watch her body language.
Once I tried to tell the radiographer that 1
had pulled a muscle in my shoulder and to
just be gentle, but she didn’t understand.
And so I was actually in a lot of pain

the last time. I have actually had it [my
shoulder] pulled twice, and I was saying
to the radiographer “Can you please

stop because it’s really painful in my
shoulder” but she just didn’t listen to me.

Mammography screening often requires women
to adopt uncomfortable positions: draping their
arms over or around the machine and having
their breasts compressed. R’s reliance on gestures
to communicate with her radiographer about her
injured shoulder failed. Her experience demon-
strates the limited nature of gestures as a main

New Zealand Medical Journal
Te ara tika o te hauora hapori

2023 May 26;136(1576).1ISSN 1175-8716

https://journal.nzma.org.nz/

©PMA



ARTICLE

means of communication. It also highlights the
need for practitioners to be observant of their
clients’ expressions and movements.

The effective use of interpreters: extra
time and complexity of issue

For the effective use of NZSL interpreters,
increased time and energy was needed for good
three-way communication by participant, inter-
preter and provider. One participant stated:

S: ...communicating through the
interpreter you know it takes longer.

And because I am Deaf I feel that I

have to communicate to the interpreter
and it takes longer for the three-way
communication and for things to be
clarified and signed back to me. And I
think the clarification time takes more of
the time. So it is better if I have got longer
than 15 minutes [for an appointment].

GP visits are usually scheduled for about 15
minutes. For mammograms it is approximately
20 minutes. In the above account, S suggests
that standard medical appointment times may
be a barrier to Deaf women in seeking health
information as the presence of an interpreter
slows the direct communication between the
practitioner and the woman as they relay the
information from the woman to practitioner
and then the practitioner back to the woman.

Besides additional time, other participants
identified the complexity of the reason for seeing
their doctor as to whether or not they require an
interpreter present:

P: It depends on the issue as well. If

it is just a small thing you are seeing

the doctor for then 15 minutes is just
enough. And it depends on the interpreter
you are working with as well. I always
pick an experienced interpreter, not

a new graduate, you know, never for

the doctor because there are just too
many communication breakdowns.

If the health issue is perceived as relatively minor,
then a woman might decide to communicate directly
to her doctor using other modes of communication.
Both mammography and cervical cancer screenings,
because of their respective three- and two-yearly
occurrences, and each following a standard proce-
dure, have the potential to become known to the
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women and may not require the repeated presence
of an interpreter.

However, if her health issue is a major or complex
health issue, such as the presence of cancer, not
only is more time required but also the need for
an experienced NZSL interpreter, and very often
the need for the same interpreter, to provide con-
tinuity of communication.

Several participants discussed this:

N: If you are going to the doctor perhaps
and then if you are talking about cancer
or something really serious, you want
the same interpreter for continuity.

P: Yeah definitely.

T: So maybe it doesn’t really matter at
the start but when you find out that
you have got a serious condition you
want the same interpreter every time.

More complicated and nuanced consultations
were seen by the women to warrant an inter-
preter. Having the same interpreter appeared to
provide some surety for the women in that they
would not have to explain their circumstances/
medical history to a new interpreter. More
importantly, having the same interpreter for
complex medical issues, treatment or procedures
allows the interpreter and Deaf woman to have
a shared understanding of terms they will use to
promote communication. Major, McKee, McGregor
and Pivac® note that NZSL does not have an exact
vocabulary for many medical terms, therefore
this shared understanding is crucial.

Discussion

Our findings highlight the importance of effective
communication during these sensitive health
encounters, which is enabled through staff aware
of how to communicate effectively with Deaf
women (for suggestions, see Appendix 2) and the
use of NZSL interpreters.

While NZSL is often seen as the “gold standard”
with respect to communication with Deaf clients,
the context of the clinical setting and the wishes of
the Deaf woman herself are essential with respect
as to when to employ NZSL. Ideally, Deaf women
need to be consulted on their communication pref-
erences prior to their cancer screening encoun-
ters. This could be ascertained directly with the
woman when booking appointments so that at the
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appointment staff are prepared, and the preferred
mode of communication is used. Such prepara-
tions could be facilitated by having a note on the
woman’s file that she identifies as Deaf. As indi-
cated in our findings, should the women request
a NZSL interpreter be organised, they may have a
specific NZSL interpreter whom they use. In the
case of GP visits, the woman may prefer to book
these herself through iSign. However, with hos-
pital appointments the hospital is responsible for
booking the NZSL. Should the woman choose not
to have an interpreter, then health practitioners
need to be aware of the possible limitations that
gestures and lip reading have as the main means
of communication. Researchers have shown
experienced lip-readers only understand about
30-45% of what is being said.*® This percentage
is likely to be less when the Deaf person is ill.**
Reliance on written material may also be prob-
lematic as people who have been Deaf from birth
or early childhood may have low literacy levels.!

When interpreters are requested and used by
Deaf clients, practitioners still play an important
role in ensuring communication throughout the
encounter. For example, visual aids were identified
as a significant means of communication by Deaf
participants in an Australian study.*? For example,
NZSL could be augmented with appropriate models
and diagrams to ensure full understanding of the
procedures.

Regardless of whether an interpreteris present
or not, our findings suggest that additional time
should be allocated for Deaf women in the set-
ting up of appointments. This would facilitate the
exchange of full information and for the service
to be given equitably. In addition, practitioners
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could make Deaf women aware of available
accessible resources related to cancer screening,
such as those on the Health Education webpage
for NZSL resources.®* Information about how
and when the screening results are made avail-
able to the woman and her practitioner could
also be given. Any additional national resources
to support Deaf women’s understanding of
cancer screening procedures, timing of results,
etc. should be developed in consultation with
Deaf women.

Currently in Aotearoa New Zealand no informa-
tion is gathered regarding the participation levels of
Deaf (and disabled) women in these screening pro-
grammes. However, the Office for Disability Issue’s
Disability Data and Evidence Working Group’s
research may make this possible. There is a need
for disaggregated data on Deaf women’s engagement
with screening and other health services. Such
information would help direct, at a public health
level, cancer screening knowledge/education and
screening procedures that must be accessible to
Deaf women and their community. This should be
done in partnership with Deaf organisations.

Conclusion

Our findings were based on Deaf women’s
experiences with breast and cancer screening.
We suggest they are applicable to other health
national screening programmes’ services. Ensuring
Deaf clients have full information while balancing
privacy and effective communication should be
seen as best practices for all health practitioners
and their staff. In this way we may hope to achieve
health equity for this population.

New Zealand Medical Journal
Te ara tika o te hauora hapori

2023 May 26;136(1576).1SSN 1175-8716
https://journal.nzma.org.nz/  ©PMA



ARTICLE 46

COMPETING INTERESTS paper-complementary-diametrically-opposed-
Nil. situating-deaf-communities-within-disability-vs-
cultural-linguistic-minority-constructs/.

National Cervical Screening Programme
[Internet]. National Screening Unit; 2022 Oct

5 [cited 2023 May 3]. Available from: https://

ACKNOWLEDGEMENTS 4.
We especially thank the women who took part in our
study and Te Roopu Waiora, Auckland Deaf Society and

Deaf Aotearoa New Zealand for their help in connecting
us with Deaf women. Lynette Pivac provided invaluable

2019 Aug 7 [cited 2023 May 3]. Available from:
http://wfdeaf.org/news/resources/wfd-position-

www.nsu.govt.nz/health-professionals/
national-cervical-screening-programme.

support in recruitment and facilitating focus groups as 5. Morrell S, Taylor R, Roder D, Robson B. Cohort and
did Dr Huhana Hickey. Funding from the AUT Faculty Case Control Analyses of Breast Cancer Mortality:
of Health & Environmental Sciences Research Grants BreastScreen Aotearoa 1999-2011. National
allowed us to carry out this study. We thank the two Screening Unit [Internet]. 2015, Dec [cited 2023 May
anonymous reviewers for their constructive reviews. 3]. Available from: https://www.nsu.govt.nz/system/
files/resources/bsnzmortcohcceval_final7_8_dec.
AUTHOR INFORMATION pdf.
Deborah A Payne: Associate Professor, Department 6. Disability Survey: 2013 [Internet]. Stats NZ; 2014
of Nursing, School of Health Sciences, Auckland Jun 17 [cited 2023 May 3]. Available from: https://
University of Technology, Auckland, New Zealand. www.stats.govt.nz/assets/Uploads/Disability-
Agnes Terraschke, Past: Research Officer (Current: survey/Disability-survey-2013/Disability-survey-
Independent Researcher), Centre for Midwifery & 2013-additional-documents/Disability-Survey-2013.
Women'’s Health Research, Auckland University of pdf.
Technology, Auckland, New Zealand. 7. New Zealand Sign Language Board. About NZSL
Karen Yoshida: Professor Emeritus, Department of [Internet]. Office of Disability Issues; 2022 [cited
Physical Therapy, University of Toronto, Ontario, 2023 May 3]. Available from: https://www.odi.govt.
Canada. nz/nzsl/about/.
Victoria A Osasah: Epidemiologist Lead, Johns Hopkins 8. Office for Disability Issues. Important
Bloomberg School of Public Health, Baltimore, MD, Context [Internet]. 2023 [cited 2023 May
USA. 11]. Available from: https://www.odi.govt.
nz/guidance-and-resources/giving-effect-
CORRESPONDING AUTHOR to-the-new-zealand-sign-language-act/
Deborah Payne: Dept of Nursing, School of Health important-context.
Sciences, Faculty of Health & Environmental Sciences, 9. Todd A, Stuifbergen A. Breast cancer screening
Auckland University of Technology, Auckland, New barriers and disability. Rehabil Nurs. 2012 Mar-
Zealand. Ph:09 9216 9999, ext 7112. E: dpayne@aut. Apr;37(2):74-9. doi: 10.1002/RNJ.00013.
ac.nz. 10. McCarthy EP, Ngo LH, Roetzheim RG, Chirikos TN,
Li D, Drews RE, et al. Disparities in breast cancer
REFERENCES treatment and survival for women with disabilities.
1. Convention On The Rights of Persons with Ann Intern Med. 2006 Nov 7;145(9):637-45. doi:
Disabilities (CRPD) [Internet]. United Nations: 10.7326/0003-4819-145-9-200611070-00005.
Department of Economic and Social Affairs; 2006 11. Yankaskas BC, Haneuse S, Kapp JM, Kerlikowske
[cited 2023 May 3]. Available from: https://www. K, Geller B, Buist DS; Breast Cancer Surveillance
un.org/development/desa/disabilities/convention- Consortium. Performance of first mammography
on-the-rights-of-persons-with-disabilities.html. examination in women younger than 40 years. J
2. New Zealand Disability Strategy 2016-2026 Natl Cancer Inst. 2010 May 19;102(10):692-701. doi:
[Internet]. Office for Disability Issues; 2016 [cited 10.1093/jnci/djq090.
2023 May 3]. Available from: https://www.odi. 12. Courtney-Long E, Armour B, Frammartino B,
govt.nz/nz-disability-strategy/about-the-strategy/ Miller J. Factors associated with self-reported
new-zealand-disability-strategy-2016-2026/. mammography use for women with and
3. WEFD Position Paper on the Complementary or women without a disability. J Womens Health
diametrically opposed: Situating Deaf Communities (Larchmt). 2011 Sep;20(9):1279-86. doi: 10.1089/
within ‘disability’ vs cultural and linguistic minority’ jwh.2010.2609.
constructs [Internet]. World Federation of the Deaf; 13. lezzoni LI. Eliminating health and health care

disparities among the growing population of
people with disabilities. Health Aff (Millwood). 2011

New Zealand Medical Journal
Te ara tika o te hauora hapori

2023 May 26;136(1576).1SSN 1175-8716
https://journal.nzma.org.nz/  ©PMA



ARTICLE

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

Oct;30(10):1947-54. doi: 10.1377/hlthaff.2011.0613.
Piotrowski K, Snell L. Health needs of women with
disabilities across the lifespan. J Obstet Gynecol
Neonatal Nurs. 2007 Jan-Feb;36(1):79-87. doi:
10.1111/j.1552-6909.2006.00120.x.

Smeltzer SC. Improving the health and wellness
of persons with disabilities: a call to action too
important for nursing to ignore. Nurs Outlook.
2007 Jul-Aug;55(4):189-195. doi: 10.1016/j.
outlook.2007.04.001.

Devaney J, Seto L, Barry N, Odette F, Muraca

L, Fernando S, et al. Navigating healthcare:
gateways to cancer screening. Disabil Soc. 2009
Jan;24(6):739-51. doi: 10.1080/09687590903160233.
Becker H, Stuifbergen A, Tinkle M. Reproductive
health care experiences of women with physical
disabilities: a qualitative study. Arch Phys Med
Rehabil. 1997 Dec;78(12 Suppl 5):526-33. doi:
10.1016/S0003-9993(97)90218-5.

Kuenburg A, Fellinger P, Fellinger J. Health Care
Access Among Deaf People. J Deaf Stud Deaf Educ.
2016 Jan;21(1):1-10. doi: 10.1093/deafed/env042.
lezzoni LI, Davis RB, Soukup J, O’Day B. Quality
dimensions that most concern people with
physical and sensory disabilities. Arch Intern

Med. 2003 Sep;163(17):2085-92. doi: 10.1001/
archinte.163.17.2085.

Powell D, Hyde M, Punch R. Inclusion in
postsecondary institutions with small numbers

of deaf and hard-of-hearing students: highlights
and challenges. J Deaf Stud Deaf Educ. 2014
Jan;19(1):126-40. doi: 10.1093/deafed/ent035.
Harmer L. Health care delivery and deaf people:
practice, problems, and recommendations

for change. J Deaf Stud Deaf Educ. 1999
Spring;4(2):73-110. doi: 10.1093/deafed/4.2.73.
Witko J, Boyles P, Smiler K, McKee R. Deaf New
Zealand Sign Language users’ access to healthcare.
N Z Med J. 2017 Dec 1;130(1466):53-61.

Berman BA, Jo A, Cumberland WG, Booth H,

Britt J, Stern C, et al. Breast cancer knowledge
and practices among D/deaf women. Disabil
Health J. 2013 Oct;6(4):303-16. doi: 10.1016/j.
dhjo.2013.05.001.

24,

25.

26.

27.

28.

29.

30.

31.

32.

33.

47

Orsi JM, Margellos-Anast H, Perlman TS, Giloth

BE, Whitman S. Cancer screening knowledge,
attitudes, and behaviors among culturally Deaf
adults: implications for informed decision making.
Cancer Detect Prev. 2007;31(6):474-9. doi: 10.1016/j.
¢dp.2007.10.008.

Pearson J, Payne D, Yoshida K, Garrett N. Access to
and engagement with cervical and breast screening
services for women with disabilities in Aotearoa
New Zealand, Disabil Rehabil. 2022;44(10):1984-
1995. Doi: 10.1080/09638288.2020.1817158 .
Thorne S. Interpretive Description. 1%t ed. New York:
Routledge; 2008. doi: 10.4324/9781315426259.
BraunV, Clarke V. Using thematic analysis in
psychology. Qual Res in Psych. 2006;3(2):77-101.
doi: 10.1191/1478088706qp0630a.

Who pays for NZSL interpreter services? [Internet].
NZSL New Zealand Sign Language; c2023 [cited
2023 May 11]. Available from: https://www.odi.govt.
nz/nzsl/tools-and-resources/.

Major G, McKee R, McGregor K, Pivac L. Deaf
Women’s health Vocabulary: Challenges for
Interpreters Working in a Language of Limited
Diffusion. Int Journal of Interpreter Educ [Internet].
2020 [cited 2023 May 3];12(2)3:4-20. Available from:
https://tigerprints.clemson.edu/ijie/vol12/iss2/3.
Lieu CC, Sadler GR, Fullerton JT, Stohlmann PD.
Communication strategies for nurses interacting
with patients who are deaf. Dermatol Nurs. 2007
Dec;19(6):541-4,549-51. Available from: https://
pubmed.ncbi.nlm.nih.gov/18274509/

Barnett S, McKee M, Smith SR, Pearson TA. Deaf
Sign Language Users, Health Inequities, and

Public Health: Opportunity for Social Justice. Prev
Chronic Dis [Internet]. 2011 Mar [cited 2023 May
3];8(2):A45. Available from: http://www.cdc.gov/
pcd/issues/2011/mar/10_0065.htm.

Lee PH, Spooner C, Harris MF. Access and
communication for deaf individuals in Australian
primary care. Health Expect. 2021 Dec;24(6):1971-
1978. doi: 10.1111/hex.13336.

Resources [Internet]. HealthEd; c2023 [cited 2023
May 3]. Available from: https://healthed.govt.nz/
collections/all/language-nz-sign-language.

New Zealand Medical Journal
Te ara tika o te hauora hapori

2023 May 26;136(1576).1SSN 1175-8716
https://journal.nzma.org.nz/  ©PMA



ARTICLE

Appendix 1: Semi structured
Focus Group Interview Guide

Following welcome, introduction and estab-

lishment of ground rules:

Cervical Screening

*  Who of you has not had a cervical smear
test?

e Can you tell us why you have not had one,
please?

*  Who of you has had cervical smear test?

* How were you notified?

¢ Did you have an NZSL interpreter?

o Tell us about your experiences of having a
cervical smear.

¢ Did you encounter any barriers?

o If so, explore further as to what kind, how
they overcame them.

Breast Cancer Screening

*  Who of you has not had a mammography?

e Can you tell us why you have not had one,
please?

¢ Who of you has had a mammography?

* How were you notified?

¢ Did you have an NZSL interpreter?

o Tell us about your experiences of having a
mammography.

e Did you encounter any barriers?

o Ifso, explore further as to what kind, how
they overcame them.
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Appendix 2: Some suggested
resources

Making health care more accessible for Deaf
patients, Medical Assurance Society. https://
www.mas.co.nz/hub/making-health-care-
more-accessible-for-deaf-patients/.

Say that again, Deaf Aotearoa. https://www.
deaf.org.nz/translation/say-that-again/.
Guidelines for working with people who

are Deaf or hard of hearing, Queensland
Government. https://www.health.qld.gov.
au/__data/assets/pdf_file/0032/1098842/dmhs-
guidelines.pdf.

HealthEd has NZSL versions of both
Breastscreen Aotearoa and cervical
screening pamphlets available at
https://healthed.govt.nz/collections/all/
language-nz-sign-language.
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