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THE PQDCSAND WOMEN WITH ACTIVITY LIMITATIONS : PROPOSALS

PREFACE

Through research, it is becoming increasingly gadegb improve access to health care services for
all citizens. Evidence-based data on target pojouisit as well as evolving investigation techniques
and treatment options have demonstrated the impmetaf early diagnosis in dealing with diseases
that affect patients’ quality of life and life exggancy. The systemic approach now being employed
to treat specific diseases calls for public heafibasures that address all segments of the target
population, in accordance with the principles ofversality and equity in the delivery of public
services.

Unfortunately, the planning and application of spdpulation-based approaches is often aimed at
what one might label “average citizens.” In thismsxt, where do people with special needs—
including people with disabilities—fit in? Despitéheir underlying principles, public health
programs often fail to take the special needs o ¢jioup into account. This study proposes a
rigorous examination of various elements than daddr or facilitate access to population-based
programs for persons living with various forms fability.

Many of the proposals that have emerged out ofrdggsarch project seem simple, but they could
play a crucial role in increasing the success sfraening program that has already demonstrated its
effectiveness in reducing breast cancer mortadtgs. We are confident that these proposals, if
implemented, would have a direct impact on the iguaif the services delivered through the
program and make a real difference in the livesnahy women, regardless of whether they have
special needs or not.

Upon the publication of this report, | would like tongratulate the research team for its excellent
work and for the proposals that have emerged ftomhese proposals are relevant to all persons
targeted by the program and are of particular ingmwe to those who have limitations or
disabilities. We are confident that implementatiminthese proposals within the Quebec breast
cancer screening program (PQDCS) and, potentiathgr formal screening programs in Canada,
will have a tangible impact on the effectivenessgh&fse programs and the quality of the services
they deliver, not to mention the quality of life ofany of our loved ones and fellow Canadians.
Health is a fundamental right which, for the vastjonity of people who live with disabilities or
limitations, could be guaranteed through measunes are far more simple than many might
assume.

Dr. Gaétan Filion MD, FRCP(c), MSc

Dr Gaétan Filion is a physiatrist. He has represithe College des médecins du Québec on the
Accés santé project of the Association québécomer pintégration sociale. Dr. Filion is the
director of professional services at CSSS Vaudi®aillanges, the director of medical affairs at the
Centre montérégien de réadaptation, as well asehd of the pediatric rehabilitation program and a
board member at the Jewish Rehabilitation Hospl{al.also receives funding from the Fonds de
recherche en santé du Québec (FRSQ) to pursueagkset motor disorders in children.

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D.

iii
(CIHR, reference number: IHS80006)



THE PQDCSAND WOMEN WITH ACTIVITY LIMITATIONS : PROPOSALS

ACKNOWLEDGEMENTS

Our warmest thanks go out to all those who pawigg in the interviews and in the Delphi survey
for generously sharing their expertise and expegenith us and for taking time out of their busy
schedules to answer our questions.

We also wish to thank the members of the advisomnittee for their questions and advice and for
the time they invested in this process. The adyisommittee members are:
Maria Barile and Wassila Hadjabi, Action Femmes tieapées de Montréal,
France Belleau, PQDCS regional service coordinatientre, Quebec City (Québec-
Capitale-Nationale);
Laurenne Blais, Institut de réadaptation en défioée physique du Québec-Centre
interdisciplinaire de recherche en réadaptatiantégration sociale;
Karima Hallouche, PQDCS regional service coordoratientre, Montreal;
Diane Larocque, PQDCS regional service coordinatemtre, Laval,
Lucie Leclair-Arvisais, Centre de réadaptation eifialence intellectuelle Pavillon du
Parc;
Tony Leroux, Institut Raymond Dewar-Centre de reche interdisciplinaire en
réadaptation du Montréal métropolitain;
France Séguin, PQDCS regional service coordinattre, Outaouais.

Special thanks to our other collaborators who mteditheir support during various stages of the
project:
Association québécoise pour l'intégration sociale;
Centre de recherche interdisciplinaire en réadaptatu Montréal métropolitain and its
affiliated centres;
Centre de réadaptation Gabrielle-Major ;
Centre de réadaptation Lisette-Dupras;
Centre de réadaptation de I'Ouest de Montréal;
Centre de réadaptation en déficience intellectiddlenand-Laramée;
Centre interdisciplinaire de recherche en réadaptaét intégration sociale and its
affiliated centres;
Coordination ministérielle du Programme québéceislépistage du cancer du sein;
Institut national de santé publique du Québec;
Office des personnes handicapées du Québec;
Relais-Femmes;
Regroupement des aveugles et amblyopes du Mométabpolitain.

The research team wishes to thank the Centre diapéstion Lisette-Dupras, West Montreal

Readaptation Centre and CRDI Gabrielle-Major, Fairt significant contribution to the realization

of this project through the participation of Célidercier and Renée Proulx, respectively Scientific
Director and Knowledge Transfer Advisor for theethircentres. We would especially like to

acknowledge the contribution made by the Centreéddaptation Lisette Dupras, which hosted this
project in its offices and supported its finanecr@nagement.

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D. iv
(CIHR, reference number: IHS80006)



THE PQDCSAND WOMEN WITH ACTIVITY LIMITATIONS : PROPOSALS

TABLE OF CONTENTS

PREFACE. ..ttt e e ettt et b e e e e et raa e iii
A CKNOWLEDGEMENTS. ..ttt tettttaeeett e e eett e e ettt e e e ett e e eaa e e et e e e eta e e eesa e e eeaa e eeeetn e aessn s aennnaeeennnss v
TABLE OF CONTENTS. 1.1t tettttttt e e e et ettt s e e e e ettt e e e e eeaa s e e e e e e et e e e e e e ettt e e e e et ebb e e e e e enn e e e e eentann s %
[ [T o T[] TP 2
EXECUTIVE SUMMARY ...ttt ettt ettt e ettt e e e e et e e e e et et b e s e e et et bt e e e et e e sba e e eeesna e eeeas 4
V] = PP 8
I (0 = Tox 0] o] =0 1Y/ 8
2. REIBVANCE ...ttt e e a et e aee 8
G T |V =1 T To L] o o Y/ 9
O e 0] [=T o A =T (=TSP PRP 9
4.1 Stage 1: Identification of improvement targetS.........oovvuiiiiieii e 9
g O R @ T [T PRSPPI 9
O O - g 1 o3 o = g P 10
A.1.3 INTEIVIEW PIAN ...ttt et e e et e e et e e e e e e e aa e e eaanaeaeee 11
4.1.4 Data processing and @NalYSIS .........cucmeeueeerinieeieineeeiireeeeiie e e e e aennn 11
4.1.5 Outcome: IMProvemMeENt targetS........ocvcuu i e e e e e 11
4.2 Stage 2: DeIPhi SUIVEY .......ciiii ettt e e e e e e e e e et e e e aaa s 14
o R o o Yot =T (1] £ PP 14
A =Y (o3 o = g P 14
4.2.3 THE QUESHIONNAIIES .. .ceuiieiiii et emmme e ettt e et e e et e e e et e e e et e e eea e eeatn e eeennaaaees 15
4.2.4 Data processing and @nNalYSIS .........cueeceeueeerunieeeiiineeeiinaererra e e e era e e eenan 15
4.2.5 Outcome: 25 Proposals fOr aCHION ......ccummiiii e 16
4.3 Stage 3: Articulation of action PropPOSalS.........ivvieiiiiiiii e 20
e T R @ T [T S PRSP 20
G B =T 1 o3 o = g P 20
4.3.3 Outcome: decision-making levels identifiedtfee various proposals....................... Q..2
5. Project outcomes and further PerSPECHIVES.....cc.vu i ieiii i e e 21
6. AAItIONAl TESOUICES .....n i eeee et e et e et e et eeennns 22
BIBLIOGRAPHY ...ttt sttt e e ettt e e e ettt e e et e b e e e e e b e et et e e enaas 23
AAPPENDICES ...ttt ettt ettt e et e ettt et a et e e e e et e e e a e e e e e e e e enns 25
AAPPENDIXA ettt ettt ettt ettt ————— et e e oot e et b et et et e e et e e tb e e e et ata s 26
APPENDIXB e e 31
APPENDIXC ..ttt ettt ettt e e e tb e e e e et 45
APPENDIXD ..o e 47
APPENDIXE ...ttt 71
APPENDIXF e e eans 73
Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D. v

(CIHR, reference number: IHS80006)



MAY 2009 HIGHLIGHTS

Proposals

to Facilitate Access to the Quebec
Breast Cancer Screening Program
for Women with Activity Limitations

Renée Proulx @@ Fanny Lemétayer @
Céline Mercier @ @ Sylvie Jutras @ & Diane Major @

@ Department of Research and Education, Centre de réadaptation en déficience intellectuelle Gabrielle-Major, Centre de réadaptation Lisette-
Dupras and West Montreal Readaptation Centre @ Département de communication sociale et publique, Université du Québec & Montréal
@ Senior Management, Centre de réadaptation en déficience intellectuelle Gabrielle-Major, Centre de réadaptation Lisette-Dupras and West
Montreal Readaptation Centre (4] Département de médecine sociale et préventive, Université de Montréal @ Département de psychologie,
Université du Québec a Montréal @ Direction Systames de soins et Politiques publiques, Institut national de santé publique du Québec, Unité
de recherche en santé des populations, Centre hospitalier affilié universitaire de Québec.

Acces au dépistage du cancer du sein. Vers des stratégies adaptatées aux femmes présentant des besoins particuliers -
Projet de recherche financé par les Instituts de Recherche en Santé du Canada (IRSC) (no réf. IHS80006)



THE PQDCSAND WOMEN WITH ACTIVITY LIMITATIONS : PROPOSALS

HIGHLIGHTS

The goal of this study was to identify measurefatilitate access to the Programme québécois de
dépistage du cancer du sein (PQDCS), the Quebestbcancer screening program, for women
with activity limitations. In keeping with the progm’s focus on service quality, the study outlines
25 proposals to improve access to the PQDCS foremowith activity limitations resulting from
impairments of a motor, sensory, psychological raellectual nature. Implementation of these
proposals will require action on the part of selvdiierent decision-making levels (local, regional
Quebec government).

The study was carried out in three stages. Thalirstage involved semi-structured interviews

(n=124) in five regions of Quebec with women agdll t6 69 years, with staff members at

designated centres, and with representatives afnazgtions that work with people with activity

limitations. The content of these interviews wasalgsed, a process which resulted in the

identification of 64 proposals. These proposalsenarbmitted to a group of experts (n=31) who

were invited to participate in a Delphi survey mss. In this second stage, 25 proposals were

determined to be especially useful and feasibleichviis to say that a strong consensus was

achieved in their regard (80 %). Finally, consultations were held with resgupersons (n=11) in

order to determine which decision-making levels#lp regional, Quebec government) were likely

to play a key role in implementing the various megls for action. The twenty-five proposals that

emerged out of this process have been dividediveanajor fields of action.

= Providing tools for designated centre personnelTwo checklists and two sets of guidelines
have been proposetdihese tools focus on adapting the intake procassidémen with activity
limitations and are intended to provide supportifdake personnel when taking appointments
and helping clients complete program consent foriftgee proposals deal with training,
training complements, and the development of tewmcinaterials on breast cancer screening
practices for women with activity limitations.

= Improving the screening program invitation. Six proposals focus on making a number of
changes to the presentation and content of infeomalocuments.

= Adapting physical environments and materials Five proposals relate to the physical
adaptation of designated centres, the accessihitityadaptation of mammography equipment,
and the dissemination of information on centre asitxlity.

= Mobilizing key players. Five proposals are intended to mobilize communégources and
increase physician involvement in the delivery ofdst cancer screening services for women
with activity limitations, through the developmearitawareness materials and training options.

= |dentifying and disseminating best practicesTwo of the proposals focus on the identification
of adaptation measures in screening centres, ainfinways to consult women with activity
limitations when evaluating the effectiveness oftsumeasures and, ultimately, on applying
successful measures across the province.

Given the prevalence of activity limitations in thege group targeted by the PQDCS,
implementation of the proposals that have emergedob this study would benefit a substantial
number of women who live with motor, sensory, psfogical or intellectual impairments, as well
as other groups of women with special needs.

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D. 2
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EXECUTIVE SUMMARY

Background and objectives.Unless special measures are in place to assist, tvemen with
activity limitations are less likely to benefit frobreast cancer screening services than women in
the general population. The goal of this study viasidentify measures that can facilitate
participation in the Programme québécois de dégastiu cancer du sein (PQDCS, the Quebec
breast cancer screening program, for women who hatigity limitations resulting from motor,
sensory, psychological or intellectual impairmer@pecifically, the study sought to: (1) identify
barriers and facilitators that influence accesthéeoPQDCS for women with activity limitations; (2)
propose measures to improve access to the prograithdse women; and (3) recommend these
measures to the decision-making levels best aldedosee their implementation.

Methodology. The study was carried out in three stages. Iniritial stage, 1,120 semi-structured
interviews were conducted with women aged 50 toa89vell as with staff members at designated
centres and representatives of organizations tloak with people with activity limitations. An
analysis of these interviews resulted in the ideatiion of 64 proposals for action. In the second
stage, these proposals were submitted to a groagparts from the PQDCS and organizations that
provide services for people with activity limitat® (n=31), using a two-round Delphi survey
process. Each proposal was evaluated on the Haswe ariteria: usefulness and feasibility. The lis
of 64 proposals was narrowed down to those coresidir be especially useful and feasible by 80
% or more of the evaluators. After the Delphi syrve consultation (step 3) was carried out with
the members of the project advisory committee amvitad resource persons (n=11) in order to
identify the decision-making levels best able t@lement the various proposals for action (local,
regional, Quebec government).

Results. A total of 25 proposals for action were identifiad priorities after it was agreed, by

consensus that they were both useful and feasihlese proposals were grouped into five major
fields of action: (1) providing tools for designdteentre personnel; (2) improving the screening
program invitation; (3) adapting physical enviromtseand materials; (4) mobilizing key players;

(5) identifying and disseminating best practicebe Tproposals were then referred to PQDCS
officials, designated centres, physicians, partrganizations of the PQDCS, as well as facilities
and organizations that provide services for peaplle activity limitations. Implementation of these

proposals will require action on the part of sevgravernment levels (local, regional, Quebec
government). The table that follows lists the 2®pmsals and identifies the corresponding
implementation levels.

Conclusion. Given the prevalence of activity limitations irethge group (50-69 years) targeted by
the PQDCS and in view of the barriers to access hbaae been identified with respect to the
program, the proposals that have emerged out sfdtiidy would benefit a substantial number of
women who present motor, sensory, psychologicaintgllectual impairments, as well as other
groups of women with special needs. Program ppdimn and early detection rates would also
improve.

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D. 4
(CIHR, reference number: IHS80006)



THE PQDCSAND WOMEN WITH ACTIVITY LIMITATIONS : PROPOSALS

1.1

1.2

13

1.4

15

1.6

1.7

2.1
2.2

2.3

2.4

2.5

2.6

25 Proposals for Action

Provide a checklist for designated screening cefC®Ds) and designated
investigation referral centres (CRIDs) indicatihg instructions that should be
provided systematically to all women who make appoents.

Develop a checklist that intake personnel can nssummarize the content of t
Formulaire d’autorisation de transmission des ragsements relative a |
participation au PQDCSAuthorization form for the transmission of infaation
related to participation in the PQDCS) in a simptendardized fashion.

When taking appointments, systematically ask womdxether they have speci
needs that should be taken into account in pregdhnigir intake.

Retain information concerning the characteristitsvomen with activity limitations
in the patient records of the relevant CDD.

Add content dealing with clinical breast screengmgctices for women with activit
limitations to PQDCS training module Il for CDD-ORpersonnel $ensibilisation 3
I'approche envers les femmes visées par le PQO@®areness of approach us
with women targeted by the PQDCS).

Develop teaching materials for CDD-CRID personthelt tdeal with clinical breas
screening practices for women with activity limidbes.

Through training and teaching materials provideoimfation to technologist

regarding mammography positioning techniques fopfewith activity limitations.

In the invitation letter, highlight the informatiamomen need to retain.

In the invitation letter, encourage women to mentimy special needs they mig
have when they make their appointments.

In the invitation letter, encourage women with atfi limitations to contact the
PQDCS regional service coordination centre to okaaliditional information.

Standardize program correspondence across allnggincorporating the strategi
considered most useful in terms of helping womedeustand and make use of {
information they are given.

When sending out invitation letters staple a litregional CDDs to the letter ¢
provide the two as a two-sided photocopy.

In each region, identify the site and equipmentssibility characteristics of CDD

and provide this information in the invitation fett

Local

Regional

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D.
(CIHR, reference number: IHS80006)
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3.1

3.2
3.3
3.4
3.5

4.1

4.2

4.3

4.4

4.5

5.1

5.2

Prominently display the PQDCS logo in CDDs and C&R#0d that women can orie
themselves more easily.

In each region, identify the centres that offercamodations for different types
activity limitations.

Ensure that each centre has at least one accessibige room.

When a woman'’s special needs are known ahead ef #msure that the necess
equipment and support are available on the dagoéppointment.

Ensure that CDDs and CRIDs keep gowns of diffeseags on hand.

Designate a person to act as a liaison betweenClPB, the CRID and an
community resources that may need to be mobilipedssist women who requi
additional tests.

Through training or teaching materials on the PQDCSensitize
institutional/organizational representatives inrgvesgion, as well as representatiy
of residential facilities that house women withiwty limitations who fall within the
program’s target age group.

Through training or teaching materials, remind jtiges that annual clinical brea
examinations constitute an appropriate preventieetice for women with activity
limitations.

Through training or teaching materials, sensitifg/sgcians to the importance
providing information on the PQDCS to women withivdty limitations who fall
within the program’s target age group.

Through training or teaching materials, provide $ibians with strategies for helpir
women with activity limitations undergo mammograstyeening.

Incorporate questions aimed at women with actiityitations into regiona
evaluations of PQDCS service quality.

Analyse regional initiatives aimed at women withtivaty limitations in order to

evaluate their effectiveness and potentially apipéym on a national scale.

Local

Regional

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D.
(CIHR, reference number: IHS80006)
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REPORT

1. Project objectives

The goal of this study was to identify measuresfaoilitate participation in the Programme
guébécois de dépistage du cancer du sein (PQD@SQuebec breast cancer screening program, for
women living with activity limitations. Specifical] the study sought to: (1) identify barriers and
facilitators that influence access to the PQDCSwomen with activity limitations; (2) propose
measures to improve access to the program for theseen; and (3) recommend these measures to
the decision-making levels best able to oversee itin@lementation. In keeping with the program’s
focus on service quality, the study outlines 25psals to improve access to the PQDCS for women
who live with activity limitations resulting from ator, sensory, psychological or intellectual
impairments. Implementation of these proposals rifjuire action on the part of several different
decision-making levels (local, regional, Quebeceyoment).

2. Relevance

Equal access is a guiding principle of breast casceeening programs in Canada. The terms of
reference of the Quebec breast cancer screeniggamo(PQDCS) stipulate that the program must
be “(translation) fair and accessible to all subtgs of the population” (p. 8) [1]. Similarly, the
guidelines of the Working Group on Quality Deteramis of Organized Breast Cancer Screening
Programs stipulate that programs must include tegias for women from special groups
[including] women with disabilities” (p.7)[2].

Women with activity limitations constitute a farom negligible proportion of the population
targeted by Canadian breast cancer screening pnsg(ages 50 to 69). Data generated by the
Enquéte québécoise sur les limitations d’activit@SQLA) indicate that motor, sensory,
psychological and intellectual impairments affeé&.2l % of the population when all types of
limitations are taken into account, with prevalenags of 13.4 % for mobility impairments, 9.9 %
for hearing impairments, 5.5 % for intellectual mmpents$ and mental illness, and 3.2 % for vision
impairments [3]. Rates for Canada as a whole anéasi according to the Participation and Activity
Limitation Survey (PALS)[4].

Women who have significant activity limitations gal referred to as disabled women or women
living with disabilities) are less likely to getrmaammogram than other women [5, 6]. These women
encounter barriers at various points of contachwitganized breast cancer screening programs [7,
8] and are at risk of being diagnosed at a moreackd stage of disease [9]. Although organized
breast cancer screening programs are encouragedovide accommodations for women with
activity limitations [10], many such programs ind&uno formal or systematic measures for women
with special needs, even though women in this cayeghare known risk factors with other women
(heredity, nulliparity) and may present certaintéas associated with screening difficulty (e.g., a
high rate of obesity in women with intellectual abgity).

! Surveys of this type are known to under-reprepenple with intellectual disability (Havercamp, 8dkn, & Roth,
2005; Statistics Canada, 2003).

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D. 8
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A number of studies, most of them conducted in peradhe United States and Australia, have
shown that women with activity limitations face anmber of barriers in the area of breast cancer
screening. Some of these studies deal with spetyifies of limitations [1, 5, 6, 8, 11-13], while
others look at impairments in a more generic fashiy 14-19]. According to the results of these
studies, barriers to access are generally conn¢éatiair different types of factors: personal fasto
(e.g., difficulty communicating or maintaining agwon during mammography); relational factors
(e.g., fear of health professionals, physiciansakvg@ropensity to recommend mammography);
organizational and systemic factors (e.g., insigfit time allocated for consultations, lack of
interprofessional collaboration); and environmerftadtors (e.g., physical distance from clinics,
transportation problems).

This study was motivated by problems observed imerotcountries with respect to access to
organized breast cancer screening programs for womid activity limitations. It was undertaken
in order to identify access barriers to the PQD&Swell as appropriate solutions. It is the first
major study ever undertaken in Quebec or Canaddeiatify concrete strategies for increasing
participation in organized breast cancer screepimgrams for women with activity limitations. The
study reflects the priorities of the Canadian Br&encer Screening Initiative, which seeks to emsur
that organized breast cancer screening progran@airada do a better job of targeting groups of
vulnerable and difficult-to-reach women [20].

3. Methodology

The study was carried out in three consecutiveestaeach associated with one of the project’s
three objectives): (1) semi-structured intervie ) a Delphi survey; and (3) a consultation to

identify the decision-making levels (local, regigrf@uebec government) best able to implement the
proposals (see Figure 1).

4. Project stages

4.1 Stage 1: Identification of improvement targets

4.1.1 Conduct

In order to identify barriers and facilitators tQ BCS access and, ultimately, the measures that will
need be implemented to make the program more abess women with activity limitations, a
series of semi-structured interviews was condudtedive administrative regions of Quebec,
between March and November 2007.

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D. 9
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Figure 1. Stages of the research project

[

Interviews (n=124)
Facilitators and barriers

Stage 1 < Content analysis

Results
64 proposals for action

Delphi survey (n=31)
Evaluation of the
64 proposals

A 4

Stage 2 < Degree of consensus
Usefulness and feasibility

A 4

Results
25 proposals

Consultation (n=11)
Articulation of
proposals

Stage 3 <

4.1.2 Participants

The interviews (120 in total) were carried out witB4 persons from five separate participant
groups: (G1) women between the ages of 50 and &9 hvaldl activity limitations and were also
PQDCS participants (n=27); (G2) women between g&s @f 50 and 69 who had activity limitations
but were not PQDCS participants (n=18); (G3) worhetween the ages of 50 and 69 who did not
have activity limitations but were PQDCS particifsa(n=21); (G4) screening centre employees (n=
29); and (Gb5) representatives of facilities or aggmns that work with people with activity
limitations (n=29), a group which included threg/gicians. The participants were recruited from the
following administrative regions: Capitale-NatioeaMontréal, Outaouais, Laval and Montérégie.
Their characteristics are presented in detail ipeulix A.
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4.1.3 Interview plan

The interview plan was designed to explore—withpees to every stage of the PQDCS—access
barriers, access facilitators, and ideas for imprgpwaccess (see Appendix B: Sample interview plan
and Appendix C: schematic representation of the QD Similar interview plans comprising open-
ended questions were used with all five participgnoups. The interview plans were composed of
four sections, which varied slightly depending be group to which they were addressed:
» Section 1: health self-perception (G1, G2 and G3paiure of respondent’s work (G4 and
G5);
» Section 2: participants’ past experience dealinth whe health system (G1, G2 and G3) or
past experience as a provider of services/suppgeople with activity limitations; (G4 and
G5).
» Section 3: systematic exploration of barriers, lf@tors and suggestions for improving the
various components of the PQDCS for people witlvigigtimitations.
» Section 4: synthesis questions designed to lintboarplete content discussed in the course of
the interview.

4.1.4 Data processing and analysis

Data processing was carried out with the aid of Q8Rivo software. Data elements associated
with barriers, facilitators and proposals for iy access were identified in order to prepare the
Delphi survey (stage 2). This content was segmeatedencoded (units of meaning) by a team of
four research assistants who had received the s@gegaining. The material was encoded in two
ways: (a) in relation to emerging issues or issuentified in the scientific literature (mixed
procedure); and (b) by category (facilitator, barror proposed improvement). When 20 % of the
processed material was submitted to an interjudgeeeanent process, a median correlation
coefficient of 0.80 was established, representingyh degree of agreement.

4.1.5 Outcome: improvement targets

Through a process of analysis, a number of PQDE&8sacissues and improvement targets were
identified. The issues identified with the aid bétanalysis grid were grouped into 12 improvement
target categories: access to program informatippoitment taking, site-related considerations,
data collection, participant consent, intake anepparation, mammography, women with complex
profiles, physicians, community resources, progmarameters, and PQDCS promotion. Below we
provide a synthesis of the barriers and facilitibrat were identified in each of these categories.
These barriers and facilitators constitute the eiggdibasis for the proposals submitted in the Belp
survey (stage 2).

0 Access to program informatiol.he PQDCS provides much information in the form of
written documents. The letter of invitation to papate in the PQDCS and the recall letter
are two documents that serve, respectively, an@mntive to participate in the program and
as a reminder. Since these letters also have the salue as a referral, they can often save
women a trip to their doctor’'s office. However, sowomen are unable to absorb the
important information provided in these letters amady, as a result, fail to bring the
documents they need to have with them in orderaweha mammogram performed (the
invitation letter, a physician referral, films oaier mammograms, as the case may be).

Proulx, R., Lemétayer, F., Mercier, C., Jutras@Major, D. 11
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Certain criticisms have also been expressed wghrteto these letters: the print is too small,
important information is inadequately highlightezkrtain formulations or terms are too
complex, too much information is provided. Womerthwintellectual disability or vision
impairments may have difficulty with written docuntg, as may women with low literacy or
education levels. For these women, access to progrf@rmation is conditional upon having
a person in their entourage who can explain théecio them.

0 Appointment takingThere are a variety of barriers that can prewarhen from making an
appointment for a mammogram. Some of them techriecgl, being put on hold, complex
telephone systems), while others are procedurgl, (@hen appointments are only taken at
certain times of the month). Also, the more timeges between the date the appointment is
made and the date of the actual examination, tkatgr the chances that the person will
forget her appointment or that her situation wilhoge (e.g., loss of motivation or change in
mental health status). Moreover, assistance frofmead or loved one is often needed to
ensure that the appointment is made and that tisepattends.

o Site access considerationSDDs and CRIDs do not all offer the same degrephgsical
accessibility. Building access and spatial orieatatnside buildings may constitute barriers
for women with motor or sensory impairments, aslwslfor women with a low level of
literacy (issues include signs, the width of caorg] toilets and change rooms, the
availability of elevators, etc.).

o Data collection The clinical information questionnaire that patgeare asked to complete
before undergoing mammography is said to be diffitau fill out, particularly for women
who have difficulty reading or understanding infatron. Women or their personal
attendants may be unable to provide the informatequested (e.g., date of the last
mammogram, hormone therapy status, etc.).

o Participant consent.The Formulaire d'autorisation de transmission de reigeements
relative a la participation des femmes au PQD@6thorization form for the transmission of
information related to participation in the PQDGS part of the participant consent process.
Although necessary, this form is difficult to readto understand for many women (layout,
length of text, complex words or formulations); somomen require the assistance of a third
party in order to understand the content of thismfand provide their signature. To save time
and facilitate comprehension, intake personnelnofterbally summarize the content of this
form for clients. This approach is primarily usedhamvomen who have difficulty reading or
assimilating information. Questions have been thmeout the ability of certain women to
understand the content of this form, about theveslee of much of the information it
contains, and about possible alternative approatthgsesenting its content. Given these
considerations, it may be difficult to obtain agmr’'s informed consent in certain cases.

o Intake and preparation of women with activity liatibons. When women with activity
limitations arrange their appointments they do aletays receive all the information they
need in order to prepare for the examination. Sirtyi)] if CDDs and CRIDs could obtain
information on women'’s special needs ahead of titngould be easier for them to make the
necessary accommodations (e.g., make necessastradjus to their equipment, or allocate
more time or additional personnel for the examorgti However, such prior knowledge
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might also give rise to discriminatory practicegy(erefusal of access, systematic referral to
other CDDs) arising out of the concern that wométh wpecial needs require more time or
preparation in order to undergo mammography. Queestivere raised as to the best approach
for collecting information on women’s needs, aslwslthe nature of the data to be collected
and the issue of data retention. Some participalgs expressed concern that accessing
certain information on women’s special needs magintstitute a violation of the principle of
confidentiality.

o MammographySome women with activity limitations have incorgi@d mammography into
their regular health checks. However, the procedaretrigger fears connected with difficult
aspects of women'’s lives (e.g., body image, pagatine experiences). In some cases, the
discomfort, pain or embarrassment that mammograjalmycause is exacerbated by certain
constraints associated with the mammography equipmethe positioning technique used.
Moreover, certain CDDs and CRIDs do not have adbptpuipment (wheelchairs, patient
lifts, etc.) or the support staff needed to providammography services to women with
special needs.

o Women with complex profileSome women with activity limitations present mownplex
profiles than others. The term “complex profilefens to the exceptional nature of a person’s
condition, including the nature and severity ofithienitations and/or the existence of
associated problems (chronic iliness, behaviourablpms). For women who fall into this
category, mammography can be a particularly diffipurocedure to undergo. Questions were
raised as to: the appropriateness or feasibiliggrotiding screening mammography for these
women; the criteria that should guide the decidiorperform the examination; and the
availability of resources to provide screening s®my for women with complex needs.

o Physicians The attending physician (family doctor) is viewed a key person in the
dissemination of information on breast cancer serggand in providing support for women
with activity limitations as they grapple with th#ecision to undergo mammography.
Physician recommendation to obtain mammography ttvanesupported by a referral or not)
constitutes an incentive for women and for CDD d&RID personnel. Consequently,
physicians who fail to perform this role are inditg influencing women’s use of
mammography and their subsequent need for additiesis and cancer treatments.

o Community resourceMammography requires relatively complex planniogwomen who
have mobility problems, who use accessible trariapion, or who count on the support of a
third person (such as an interpreter or persortahdant). These women must sometimes
contend with limited community resources (e.g.irret®d accessible transportation service
areas, lack of interpreters), as well as limitation their residential living environment.
Finally, the difficulties associated with reachimggmen who live in residential facilities
through regular mail (e.g., women with intellectudisability) have raised questions
regarding information access and the decision-ngakirocess with respect to screening
mammography.

o Program parametersA number of CDDs and CRIDs have developed regiaralocal
initiatives to address the needs of women withvédgtiimitations. These include measures
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to: adapt written documents; prepare women for magraphy; collect intake information;
organize the work of CDDs and CRIDs; and managéiadédl tests.

o PQDCS promotionThe PQDCS and breast cancer screening in geoeudd be promoted
more effectively if more diverse means were empdoleencourage screening, disseminate
information throughout the year, and recruit sppkesons with whom women can identify.
Promotional campaigns are seen as crucial opptigsnio reach women with activity
limitations in a more direct fashion.

4.2 Stage 2: Delphi survey

The purpose of the Delphi survey was to identifggmsals to facilitate access to the PQDCS for
women in the study target population. The Delphivey method uses successive questionnaires
(consultation rounds) to consult a group of expertsa poorly documented issue [21].The experts’
anonymity is guaranteed throughout the processitiyevof the fact that each of them responds
individually to a questionnaire which they receifrem the investigators and must then return.
Without revealing the identity of the other expertssulted, participants learn about each other’s
views after each successive consultation round; émabling them to revisit or reaffirm their owns
positions. Although the primary objective is to d®p group positions, the Delphi process can also
serve to bring differences of opinion to light.

4.2.1 Procedure

The survey began on November 20, 2007 and was etatbbn February 29, 2008. The experts’
views were collected with the aid of two questianemwhich they received by regular mail, as well
as by e-mail. The first questionnaire was sent @utNovember 20, 2007 and the second on
January 21, 2008. Participants were initially givero weeks to complete each questionnaire. A
reminder was sent out approximately three daysrbdfee deadline for returning the questionnaires.
A second reminder was sent out one week after ¢laelohe to participants who had failed to return
the completed questionnaire. In some instancesdrgminder was given by telephone, along with
an extension for completing the questionnaire.

4.2.2 Participants

Experts were selected to participate in the subased on peer recognition and the positions they
occupied. Their names were suggested by membele giroject advisory committee, on the basis
of information obtained through individual interwie or from websites of interest. Three types of
participants were sought: PQDCS experts perforndiffigrent roles within the program, persons
with expertise in the delivery of support servides people with activity limitations (due to
impairments of a psychological, intellectual, plogsi or sensory nature), and experts in the
organization of more general services, includirgsthrelated to cancer contfoh special effort was
made to invite at least one expert from each oft@as administrative regions.

2Tables 1 and 2 in Appendix E show the distributiéparticipants for each consultation round, adiray to their areas
of expertise and the size of the population ceintsghich they work.
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The questionnaire for the first round of the survegs sent out to 48 experts in November 2007.
Thirty-one of these experts returned their complajaestionnaire, a response rate of 64.5 %. The
guestionnaire for the second round of the survey semt out to the 31 experts who had returned the
first questionnaire. Twenty-six of them returnecc@mpleted questionnaire, which represents a
response rate of 84 % for the second questionaaniean overall retention rate of 54 %.

The characteristics of the Delphi survey partictpaare outlined in Appendix E (tables 1 and 2).
Close to three-quarters of the participants hayeedise that is directly relevant to the PQDCS.
Approximately one in five worked in the greater Maal area (over 1,000,000 inhabitants),
approximately half worked in a large city (100,00099,999 inhabitants), and a quarter in smaller
centres (10,000 to 99,999 inhabitants). Eleven oéligc’'s seventeen administrative regions were
represented.

4.2.3 The questionnaires

Two questionnaires were designed for the Delphvesyrone for each consultation round. Each of
64 proposals for action was linked to one of thelt improvements targets that emerged out of the
interviews carried out during the first stage o tproject. Background information on the barriers
and facilitators identified in those interviewsa@e 1) preceded each set of proposals. Each ptoposa
was to be evaluated on a four-point scale accorthngvo criteria: usefulness and feasibility. The
scale also included a “no opinion” option. The setquestionnaire was limited to the 10 proposals
for which no favourable or unfavourable consenadg lbeen reached in the first consultation round.
In both questionnaires, participants were invitedustify their positions in a section reserved for
“Comments” after each proposal. The formula of lgaokind information followed by proposals was
repeated in the second questionnaire. However, whernsecond questionnaire was designed, a
synthesis of the comments compiled in the firsncbwas included in the presentation of each of the
10 proposals that were to be resubmitted to ppéids. A copy of the first round questionnaire is
provided in Appendix D.

4.2.4 Data processing and analysis

The table of Delphi survey results presented inexulix F describes the results obtained in both
consultation rounds. In order to achieve consepnsus given proposal, a rate of agreement of 70 %
or more had to be achieved with respect to theftiiseriterion in the first round. This rate of
agreement was based on a dichotomous “favouralfiéefonrable” variable created by combining
the results obtained for the “not at all” and “nary” favourable answers (which is to say the
“unfavourable” answers) and those obtained for‘Hmnewhat” and “very” favourable answers. In
the first survey round, a consensus was achieve84mf the 64 proposals (84 %) with respect to
the “useful” criterion. Of this number, a consensfi®pinion was also achieved for 38 proposals
with respect to the “feasible” criterion. In eadse, consensus indicated a favourable opinion with
respect to the proposal of interest.

The second survey round dealt with the 10 propdealwhich no consensus had been achieved with
respect to the “useful” criterion and, in some saslee “feasible” criterion as well. In the casdlod

10 proposals that were resubmitted in the secoadd;oconsensus was achieved on one criterion or
the other in two instances only. An analysis of tegponses obtained on the second questionnaire
revealed differences of opinion that a third rowas$ not likely to resolve. The survey was therefore
terminated at this point (see Appendix F).
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4.2.5 Outcome: 25 proposals for action

After studying distributions and in order to idéptthe most useful and feasible proposals among
those for which a consensus was reached on bd#riaria consensus threshold equal to or greater
than 80 % was applied to the results. The Delphvesuprocess made it possible to isolate 25
proposals out of the original 64. These were |&defiriority proposals since they had been found to
be the most useful and most feasible of the origida The 25 proposals were grouped into five
major fields of action (see Table 1):

1- Providing tools for designated centre personnel

2- Improving the screening program invitation

3- Adapting physical environments and materials

4- Mobilizing key players

5- Identifying and disseminating best practices
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The first category of priority proposals is of irést to CDD and CRID personnel; the purpose of
these proposals is to provide tools that will hedptre workers adapt their intake procedures ierord

to better serve women with activity limitations.eBe proposals are designed to address a number of
barriers identified by centre personnel and clientdifferent stages in the screening processgasa
such as participant consent, the intake procesd, tha preparation of women with activity
limitations.

The second category of proposals relates to th&atron to participate in the PQDCS. The purpose
of these proposals is to modify program informatomcuments in order to make them more
accessible to women with activity limitations. Pogspd modifications relate to both the form of
these documents (presentation), as well as thaeitenbd (additions). The proposals in this category
seek to address barriers that can prevent womendeoning access to program information.

The third category of proposals comprises meadoresysically modify CDD and CRID sites and
equipment in order to accommodate the needs of womh activity limitations. Another objective

is to disseminate information on the accessibditgifferent screening centres. The proposalsis th
category are designed to address reported accessrddo screening sites and to mammography
services.

The fourth category of proposals seeks to increalsgsician involvement and to mobilize
community resources in the promotion of breast eangcreening for women with activity
limitations. These proposals are designed to addbesriers that are primarily associated with
physicians and community resources.

The fifth category of proposals relates to initias that have already been implemented in order to
reach women with activity limitations and accommedaheir needs. The purpose of these proposals
is to identify measures and practices that have lieend to be effective in reducing barriers and
improving access to the program.
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Table 1. Priority proposals and implementation leve

11

1.2

1.3

1.4

1.5

1.6

1.7

Provide a checklist for designated screening cefC®Ds) and designated
investigation referral centres (CRIDs) indicatiheg tnstructions that should be
provided systematically to all women who make appoents.

Develop a checklist that intake personnel can ossutnmarize the content of ti
Formulaire d’autorisation de transmission des regsements relative a |
participation au PQDCS(Authorization form for the transmission of infaation
related to participation in the PQDCS) in a simptandardized fashion.

When taking appointments, systematically ask womdrether they have speci
needs that should be taken into account in pregahigir intake.

Retain information concerning the characteristicw@men with activity limitations in
the patient records of the relevant CDD.

Add content dealing with clinical breast screenpmgctices for women with activit
limitations to PQDCS training module 1l for CDD-ORIpersonnel $ensibilisation 3
I'approche envers les femmes visées par le PQD@®areness of approach us
with women targeted by the PQDCS).

Develop teaching materials for CDD-CRID persontelt tdeal with clinical breag
screening practices for women with activity limides.

Through training and teaching materials provideormfation to technologist
regarding mammography positioning techniques fopfewith activity limitations.

Local

Regional

2.1
2.2

2.3

2.4

2.5

2.6

In the invitation letter, highlight the informatiamomen need to retain.

In the invitation letter, encourage women to memtémy special needs they mig
have when they make their appointments.

In the invitation letter, encourage women with atfi limitations to contact thg
PQDCS regional service coordination centre to okaaliditional information.

Standardize program correspondence across allnggincorporating the strategi
considered most useful in terms of helping womedeustand and make use of t
information they are given.

When sending out invitation letters staple a listregional CDDs to the letter
provide the two as a two-sided photocopy.

In each region, identify the site and equipmenteasibility characteristics of CDD

and provide this information in the invitation kstt
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3.1

3.2
3.3
3.4
3.5

4.1

4.2

4.3

4.4

4.5

51

5.2

Prominently display the PQDCS logo in CDDs and C&R#0 that women ca
orient themselves more easily.

In each region, identify the centres that offeramemodations for differen
types of activity limitations.

Ensure that each centre has at least one accessdiige room.

When a woman’'s special needs are known ahead &, tensure that th
necessary equipment and support are availableeodaty of her appointment.

Ensure that CDDs and CRIDs keep gowns of diffesezgs on hand.

Designate a person to act as a liaison betwee@i2 the CRID and any communil
resources that may need to be mobilized to assistem who require additional tests

Through training or teaching materials on the PQPCSensitize
institutional/organizational representatives inrgvegion, as well as representatiy
of residential facilities that house women withitt limitations who fall within the
program’s target age group.

Through training or teaching materials, remind ptiges that annual clinical bred
examinations constitute an appropriate preventizetice for women with activity
limitations.

Through training or teaching materials, sensitig/sicians to the importance
providing information on the PQDCS to women withtivdty limitations who fall
within the program’s target age group.

Through training or teaching materials, provide gitians with strategies for helpir
women with activity limitations undergo mammograstyeening.

Incorporate questions aimed at women with actiiityitations into regiona
evaluations of PQDCS service quality.

Analyse regional initiatives aimed at women withivaty limitations in order to

evaluate their effectiveness and potentially apipéym on a national scale.

Local

Regional
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4.3 Stage 3: Articulation of action proposals

Upon completion of the Delphi survey, a final cdtetion was organized in order to discuss the
implementation of the proposals identified in st2gend to outline dissemination strategies for that
purpose. The exercise consisted of identifyingappropriate implementation level (local, regional,
Quebec government) for each proposal. The meelsw @rovided an opportunity to verify the
formulation of the various proposals in order tckemghem more precise or to eliminate superfluous
elements.

4.3.1 Conduct

This final consultation was part of a working dagtchon September 29, 2008. In the course of this
day, the 25 proposals were analysed in a groupngeih order to identify the appropriate
implementation level for each one. The proposalsewwesented to the group with the aid of
multimedia supports. Participants were invited iteegheir views as to the persons, organizations or
agencies best able to implement the various prépodéhere more than one decision-making level
was concerned, participants were asked to idetitdyone that was most likely to play a crucial role
in approving the measure in question.

4.3.2 Patrticipants

The participants in the final consultation (n=1dglided eight members of the advisory committee
and three representatives of organizations thak wath people with sensory or physical activity
limitations. These organizations were also partiretee research project.

4.3.3 Outcome: decision-making levels identifiedlie various proposals

Through this final consultation, it was possibledietermine the decision-making level best able to
implement each of our 25 proposals for action (Bakle 1). Although implementation of certain
proposals may require the participation of sevpeabons (or operational levels), participants were
asked to identify the level most likely to playrai@al role in implementing each proposal. Of tise 2
proposals, it was determined that 52 % fell undher jurisdiction of central (Quebec) government
bodies, whereas 32% fell within the purview of oegil authorities and 16 % were primarily of
concern to local authorities. Central governmerdié® were most often linked to proposals in the
following categories: “Providing tools for CDD andRID personnel” (6/7), “Mobilizing key
players” (4/5) and “Identifying and disseminatingsb practices” (2/2). For regional authorities the
relevant proposals were more likely to be in théegary related to “Improving the program
invitation” (5/6). Proposals in the “Physical adajpins” category were determined to be the
responsibility of both local and regional auth@sti(3/5 and 2/5 respectively). It should be nolted t
at any given decision-making level, more than on#tye may be required to play a role. For
example, the development of certain training taolsy require the authorization of the PQDCS

% In addition to the co-researchers, the advisomproitee was composed of program officers (at thgioreal and
provincial levels) and representatives of commuimsgitutional resources and research teams wonkiitiy people with
activity limitations. Two meetings were held in bagear covered by the project (six meetings in bl committee
members were also consulted individually on a waré issues.
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ministerial coordinator, as well as the support eadperation of an organization such as the Office
des personnes handicapées du Quéebec (OPHQ).

5. Project outcomes and further perspectives

This study is the first designed to identify cortersolutions for improving access to an organized
breast cancer screening program for women witlvictimitations. The proposals put forward are
of interest not only to PQDCS officials, but alsodesignated centre personnel (CDDs and CRIDs)
and various program partners, including physiciamg the personnel of facilities and organizations
that work with people with activity limitations. plementation of these proposals will require the
involvement of a variety of decision-makers atltel, regional and Quebec government levels.

Given the prevalence of activity limitations in thge group targeted by the PQDCS, we believe that
these proposals, if implemented, would increasesscto the program for a substantial number of
women and that this would in turn improve earlyed&bn rates. These proposals should also benefit
other women with special needs (e.g., women wiibtwalevel of literacy or other difficulties in the
area of communication). Since breast cancer sergeprograms are reasonably similar across
Canada, the results of this study should be traaslie to other Canadian programs and may well
foster the integration of new program quality agasge criteria.
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6. Additional resources

The research project involved a number of actisittban now constitute additional resources.
References to the most significant of these ressuace provided belofv.
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APPENDIX A

DESCRIPTION OF STAGE 1 PARTICIPANTS



Procedure

The interviews were conducted in March and Oct@®€7. Each lasted an average of 66 minutes
and was recorded. Most (121) were individual inems, but on three occasions two people from
the same background were interviewed at the same ti

Participants
Interviews were done with 124 participants fromefimdministrative regions of the PQDCS,
representing five program stakeholder groups.

Group 1: women between the ages of 50 and 69 wHoabavity limitations and were
also PQDCS patrticipants (n=27);

Group 2: women between the ages of 50 and 69 wh@didvity limitations but were not
PQDCS participants (n=18);

Group 3: women between the ages of 50 and 69 whaati have activity limitations but
were PQDCS patrticipants (n=21);

Group 4: workers (intake staff, radiology technisaother) and physicians associated
with CDD and CRID activities (n= 29);

Group 5: representatives of regional PQDCS partnerganizations working with
disabled persons, specialized service centresnajgons involved in the promotion of
women'’s health, and professional associations (n=29

The tables that follow provide a profile of the pdgdion that participated in Stage 1 of the study.

Table 1 presents the distribution of women intemdd for the study (groups 1, 2 and 3)
according to certain sociodemographic charactesisth terms of age, most participants were 50-
54 (44.6 %), 55-59 (21.5 %) or 60-64 (20 %). Anraxaation of participants’ family situations
revealed that half were single (with or withoutldhen). The proportion of women with a low
level of education (high school or less) and of eneducated women was roughly the same. Only
8 women lived in a residential facility: most livéd a private residence or housing cooperative.
Finally, 52.3 % of participants had an annual ineasfiless than $20,000.

® In 2006, the average personal income in Quebe®®8L273 (Statistique Québec www.stat.gouv.qc.ca).



Table 1
Sociodemographic Characteristics of Participants
in groups 1, 2 and 3

Characteristics Groupl Group2 Group3 Total*
Number  Number  Number  Number
Age group
49 and under - 1 - 1
50-54 13 7 9 29
55-59 5 3 6 14
60-64 6 2 5 13
65-69 3 3 1 7
70 or over - 1 - 1
Family situation
Single, with or without children 11 12 9 32
Living with partner, with or without children 10 3 12 25
Living with co-residents 5 1 - 6
Other 1 1 - 2
Education
Elementary not completed 2 1 - 3
Elementary completed 5 2 - 7
High school completed/ not completed 9 6 7 22
College/technical school completed/not completed 4 4 7 15
Bachelor's degree completed/not completed 4 2 4 10
Post-graduate studies completed/not completed 1 1 3 5
Other 1 1 - 2
Missing 1 - - 1
Accommodations
Apartment 10 7 8 25
Own home 9 6 13 28
Residential facility 5 3 - 8
Housing cooperative 1 1 - 2
Other 2 - - 2
Annual personal income
Under $10,000 6 2 - 8
$10,000 to $19,999 12 8 6 26
$20,000 to $29,999 5 3 3 11
$30,000 to $39,999 - - 2 2
$40,000 to $49,999 1 1 4 6
$50,000 or more 2 - 4 6
Missing 1 3 - 4

* The total corresponds to the sum of the valueth®three groups.



Tables 2 and 3 present the key characteristidseopérsons who composed group 4 (workers and
physicians associated with CDDs and CRIDs) and mgf(representatives of: regional PQDCS
partners, organizations working with disabled pessspecialized service centres, organizations
involved in the promotion of women’s health, andfpssional associations).

Group 4 was composed primarily of radiology teclams (13/29) who perform screening

mammographies, and secretaries and receptioni8t29)L Almost as many professionals were
working in public or private CDDs (12/29) as in @Rl or CDD-CRIDs (13/29). The other

professionals were working in a CCSR (3/29) or &8631/29). Most had several years of
professional experience. Indeed, 25/29 had 11 aemears of experience. Finally, 80 % had 5
years or more of experience connected with the PRDC

Characteristics Total
Number
Profession
Physician 1
Nurse 4
Radiology technician 13
Secretary/receptionist 10
Research or liaison officer 1

Type of workplace
Private CDD
Public CDD
CRID
CDD-CRID
CCSR
CSSS
Years of professional experience
5 orless
6-10
11-15
16-20
21-25
25 or more
Years of experience connected with the PQDCS
1-2 1
3-4 5
5 or more 23

= W00 ~ 0o

[EEN
w@l\)-bwl—‘




Group 5 participants occupied a variety of prof@ssiand were variously associated with public
service organizations (10/27), community-based miggdions or associations (14/27), and para-
governmental organizations (3/27). As with grougrbup 5 participants had many years of
experience.

Table 3
Sociodemographic characteristics of group 5 partigants

Characteristics Total
Number

Profession
Physician
Nurse
Radiology technician
Specialized educator
Manager
Research or liaison officer
Worker or counsellor
Psychologist
Other
Type of workplace
Public service organization 10
Community-based organization or association 14
Para-governmental organization 3
Number of years of professional experience
5orless 5
6-10 6
11-15 1
3
4

PR ODNOONWEO

16-20
21-25
25 or more 10
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L'ACCES AU DEPISTAGE DU CANCER DU SEIN POUR
LES FEMMES AYANT DES BESOINS PARTICULIERS

Research project funded by the Canadian Institftékealth Research (CIHR)
(Reference number IHS80006)

GROUP 1 INTERVIEW PLAN

For women with special needs who have participated
in the Quebec breast cancer screening program (PQLE)

Hello and thank you for agreeing to meet with meatoto discuss the Quebec breast cancer
screening program (PQDCS) and the issue of progi@ess for women with special needs.

The purpose of this research project is to gaietéebunderstanding of the barriers that women
with motor, sensory, psychological or intellectiralpairments encounter in the area of breast
cancer screening. Another goal is to find waysnsuee that all women can enjoy equal access to
breast cancer screening.

The PQDCS was established in 1998 in various regafrQuebec with the purpose of reducing
breast cancer mortality rates. The program tangetaen between the ages of 50 and 69, the age
group at greatest risk of developing breast canthe program invites women to undergo
mammography every two years and offers a rangeelatted services. The program is also
required to adapt its services in order to accomateodomen with special needs, including those
who have activity limitations resulting from a cangh that cannot be entirely mitigated by
personal support, technical aids or medications.

Although we know from studies and field observatibat women with activity limitations do no

enjoy equal access to breast cancer screening gonggrthere are no clear guidelines for
improving access for women who fall into this camgg As a result, opportunities for early
detection are also fewer for these women.

My questions will relate to breast cancer screening some will also deal with your personal
health and your experience dealing with the hesystem in general. There are no “right” or
“wrong” answers. What interests us is your poinviefv as a woman.

@ Present the consent form.

Before you decide whether to go forward with theeimiew, | would like to read this consent
form with you. It contains more detailed informatiabout our research project.
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@ Read the form and obtain the person’s signature.

¢ Start the recording

A. Health concerns and dealings with the health carsystem

Let's begin the interview. Before discussing th&ues of breast cancer screening, | would like to
speak with you about your general state of heaithwahat’'s important to you when you access
the health care system.

1.

2.

What does the term “health” mean to you?

Do you consider yourself healthy?

Sub-question
What do you do to take care of your health? Canprouvide examples?

Would you say that you are worried (concerned)atimaistic about your health? Can you tell
me a little more? Can you provide examples?

Sub-guestion

If optimistic: what makes you optimistic?

If worried: what is it that worries you?

Do you have specific concerns about your health?

= If the person mentions breast cancer outright; say
Do you have any other health concerns?

Do you feel at risk of developing cancer?
Do you feel at risk of developing breast cancer?

Do you think your health concerns are similar tosth of other women your age or are they
different?

What do you value most when utilizing health sesior dealing with health professionals?

Do you sometimes encounter problems when dealitly the health care system or health
professionals®™ yes:What kinds of problems? Ask for examples.

Sub-questions
Are there things you find particularly irritatingfes: What would those be?

Reformulation Are there specific things that bother you when geal with the health system
or health professionals?
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B. Information on breast cancer screening use

Now let’s look at the issue of breast cancer séngen

10.What is the first thing that comes to mind when yoear the words “breast cancer
screening”?

There are three primary breast cancer screeninghaugt breast self-examination, clinical
examination by a doctor in the context of a medieahmination (breast palpation) and
mammography, which is an X-ray of the breasts.

11.Have you used one of these methods during thetwastears?
< |f yes:What prompted you to (mention the mg8)agsed)?

< |f more than one method was mentioned, ask:
Of (mention the methods used), is theeetlbat you view as more importarit?
yes:Why?

Number of mammograms
12. Approximately how many mammograms have you hadur jife?

< If the person mentions a frequency (e.g., ewgoyytears for the past 10 years), translate
this frequency into an approximate number and \aaédvith the person. For example: So
you've had five mammograms?

Timing of last mammogram
13.Do you remember when you had your (last) mammogram?

= Note: do not say “last” if the person has had onlye mammogram.
If the person mentions a date or time of year (dagt January), translate this information
into months/years. Example: So, it was approxings@ehonths ago?

Location of last mammogram
14.Can you tell me where you had your (last) mammog@ram

@ Offer a choice of answers from the list of deatgd screening centres (CDDs) in the
participant’s region.
@ State the name of the Centre out loud. Examplgro8 went to... (re: recording).

15.How did you learn that it was possible to get a rmexgram?

Sub-questions
Did you receive information about itf?yes:Where did this information come from?

Did you read it somewhere? Did someone speak toapout it? Did a doctor discuss it with
you?
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The mammography experience
16.Before discussing the different stages of the @wgin detail, can you briefly describe your
experience of mammography for me?

C. Stages of the PQDCS

Now, let’s discuss the Quebec breast cancer secrggmmogram — the PQDCS. I'm going to ask
you a series of questions that deal with the dfiéstages of the program.

@ Present the “Stages of the PQDCS” diagram.

This diagram shows the various stages that womethgugh when they participate in the
PQDCS.

@ Name some of the stages from the following list:

(2) the mammography invitation; (2) making an appoient; (3) travel (to the clinic or hospital
designated as a screening centre) and intake;iga)ng the consent form; (5) waiting and
undressing before entering the radiology room;tli@) mammographic examination; (7) getting
the results; (8) if the mammogram is clear and show problem, recall in 24 months for a new
examination; (9) if the results are abnormal, addél tests and diagnostic procedures; (10)
referral to oncology if necessary.

We will now discuss each of these stages. I'm e#td in the experience you've had with
respect to each of them.

A single mammogram
< |f the participant has had only one mammograiest

17.You underwent your first mammogram with the PQD®8t you may not have received
notification for your second examination yet. lattthe case?

More than one mammogram

< |f the participant has had more than one mammoygrstate:
Since you’'ve had more than one mammogram, I'll yslk to focus primarily on your last
mammogram. However, don’t hesitate to refer to yathler mammogram experiences when
answering these questions.

< In order to gain an understanding of participdnegperiences and their possible referents,
ask every participant the following:

18. After your screening mammogram, were you told ffvat needed to undergo additional tests
in order to investigate an inconclusive resultmaAnormality of some kind?
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If yes:So that | may have a better understanding of yuatson, can you tell me about the
results of these additional tests?
Then sayThank you for providing these additional details.

Let’s begin by talking about the mammography irtidia

1. Mammography invitation

The most common way to join the PQDCS is by respantb the invitation letter that is sent to
all women at age 50. Women can also join the pradrg obtaining a referral for a mammogram
from their doctor. Let’s take a few minutes to exaarthe invitation letter.

@ Show the participant a copy of the invitatiornidet
19.Do you recall ever receiving a letter like thisiimg you to have a mammogram?

< |f yes:sub-questions:

Did you read the letter?

Did you look at it or discuss it with someone else?
What did you do with the letter?

Let’s spend a few minutes on the content of thigte
@ Read the most important parts of the letter are$ent the brochure that comes with it.

20.What do you think of this letter and the informatiat comes with it?

21.Did you have trouble understanding or knowing wihatwith the mammography invitation?
(In what way — examples).
ReformulationDid something about this letter make you uncomfdear disturb you?

< |f no, ask:
In general, do you have difficulty with things yoeceive in the mail?

22. Did someone or something help you or is there sor@®r something that could have helped
you understand and use this letter?
Note: The participant may refer to personal res@s;gpersons, or means used.
This comment applies to all questions of this type.

23.Has your doctor spoken to you about breast camceesing?

Sub-guestions
What kind of information did he or she provide?

Has your doctor spoken to you about the PQDCS?
Has he or she ever offered or given you a mammaogregferral?
< If yes:Did you use it?

24.1In the end, what motivated you to have a mammogram?

36



25.What did you use to obtain the mammogram: the atraih letter you received in the mail or a
referral from your doctor? (or both?)

Now we’re going to look at another step in the psst — making an appointment for a
mammogram.

2. Making an appointment

26.How did this go for you?

Sub-questions
How did the exchange with the clinic or centre dgeew made the appointment?
Did you contact them yourself?
@ If yes:
Do you remember how they greeted you?
Do you remember how the information was providegao?

@ If no:
Who contacted them for you?

27.Did you encounter any problems when you made tipeiapment? (What kinds of problems
— examples).

ReformulationDid something make you uncomfortable or disturb?ou

< |f no, ask:
In general, do you have difficulty making medicppaintments?

28.Did someone or something help you make the appeintnor is there someone or something
that could have helped you make it?

3. Travel to the clinic/centre and intake process

You had your last mammogram at
<= Name the designated clinic or facility.
If the respondent attended more than one CDD,erwir to speak about the one where she had

her last mammogram and to make comparisons witletiiner CDD if she wishes. This comment
applies to all questions of this type.

Travel
29.How did you get to your appointment?

Reformulation: Did you use public transportation? Accessible dpamtation? A car?
Afterwards, did someone drive you home?
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30.Did you have any problem getting to the clinic/eerdr to the reception desk? (What kinds of
problems — examples)

31.ReformulationWas it easy to get to your appointment?

< If no, ask:
Generally speaking, do you have difficult gettintpages, for example to a medical
appointment?

32.Did someone or something help you get to the dbeiatre or could something or someone
have helped you get there?

Intake

Let's talk a bit about the intake process at theiclor centre where you had your (last)
mammogram.

33.How would you describe the manner in which you wegreeted when you arrived at the
reception desk?

Sub-questions
How did the staff treat you?

How did they go about telling you what you neededd when you arrived?
What kind of information did they provide?

34.Did you encounter any particular problems during thtake process at the clinic/centre?
(What kinds of problems — examples)
Reformulation:Did something make you uncomfortable or disturb30

< If no, ask:
In general, do you experience problems when yogemteyourself at a medical clinic or
hospital?

35.Did someone or something help you when you arratethe clinic/centre or is there someone
or something have could have helped you?

4. Signing the authorization form

Before getting your mammogram, you were probabkgdgo sign an authorization form like this
one. This is the¢Formulaire d’autorisation de transmission des remnements relative a la
participation au PQDCS”(authorization form for the transmission of infaton related to
participation in the PQDCS).

@ Show the participant a copy of the authorizafiom.
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36.Do you recall the manner in which they presenteésiftirm to you, how they explained it and
asked you to complete it? Can you tell me sometabaut that?

Let's take a few minutes to examine the conterhisfform.
< Read the key passages of the form.
37.What are your impressions of this form?

38.Did you have any problems understanding or conmetnis form? (What kinds of problems
— examples)
Reformulation:Did something make you uncomfortable or disturb30

= If no, ask:
In general, do you have trouble completing formgwestionnaires?

39.Did someone or something help you or could somemnsomething have helped you
understand and sign the form?

5. Waiting period and undressing

Between the time you arrived at the clinic/centnd the time you went into the mammography
room, you were probably asked to wait for a whihel avere subsequently taken to a changing
room.

40.Can you tell me what that was like for you?

Sub-guestions
What was your experience like during this stagthefprocess?

Approximately how long did you have to wait befdiney called you?

How did they call you?

Did you understand what you were expected to dolgir instructions seem clear to you?
How did you find the facilities (comfort/discomfyPt

41.Did you encounter any problems while waiting or t@sding? (What kinds of problems —
examples)
Reformulation:Did something make you uncomfortable or disturb30

< If no, ask:
In general, when you go for X-rays, do you encoupteblems while waiting or undressing?

42.Did someone or something help you while you watedindressed or is there someone or
something that could have helped?

6. Mammography

We will now discuss the mammography process itsdtich is to say the experience of having
your breasts X-rayed.
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43.Can you tell me how things went for you when yod faur (last) mammogram?

Sub-questions

How did you feel during the examination? What weséxperience like for you?

How did the staff treat you?

What did they say to you?

How did they go about positioning you for the mangmaon?

Was it necessary to carry out the procedure mama thince in order to get a successful
image?

[Place to leave personal effects; discomfort duritite examination; comfort (room
temperature); guide installation; breathing insttioms; wait time while films are being
developed; etc.]

44.Did you experience any problems with the mammogyaptocess itself? (What kinds of

45,

46.

problems — examples)
Reformulation Did something make you uncomfortable or distunk¥

#1f no, ask:

When you go for X-rays, do you generally encoumpeblems, either with the staff or the
equipment?

Did someone or something help you during the mammaply or is there someone or
something have could have helped?

< |f, at the start of the interview, the participandicated that she also underwent additional
tests, skip ahead to section 9 Additional tests

@ Otherwise, proceed with section 7 Communicatioresults.

7. Communication of results

How did things go after the mammogram? Can yountellabout the waiting period and the
manner in which your results were communicatedoia?y

Sub-questions

Did anyone tell you how things would unfold afteetmammogram?

Approximately how long did you have to wait afteetmammogram to get your results?
Did you receive your results in the mail?

How did you feel while you were waiting for yourstdts?

= Show a sample copy of a results letter.

You probably received a letter like this one intliog your mammogram results.

Let’s take a few minutes to examine this sampledet
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# Read out the key passages of the letter.
47.What was your impression of the letter you recetved

Sub-question
Did you discuss it with anyone?

48.Did you encounter any problems with respect toviiaging period or the communication of
your results? (What kinds of problems — examples)

Sub-question
Did you have any problem obtaining or understangimgy results?
Did something make you uncomfortable or disturb gbaout this process?

49.In terms of the communication of your results, slisneone or something help you or is there
someone or something that could have helped?

50.In addition to the letter, did you receive a catimh your doctor or some other designated
person informing you of your results or telling ywhat to do next?

8. 24-month recall

The Quebec breast cancer screening program sehddetter calling women back for screening
every two years. This is referred to as the rqualcedure.

@ Show the participant a sample recall letter.

51.Did you receive a letter like this one?
If yes:
What was your impression of the recall letter yeceived?

52.With respect to the recall letter and recall pragedis there anything that you find (or found)
difficult or that posed a problem for you? (Whatdiof problem — examples)
Reformulation:Did something make you uncomfortable or disturt gbout the letter or the
24-month recall procedure?

53.Did someone or something help you or is there som@o something that could have helped
you with respect to the recall procedure?

< Pursue and complete the interview by moving ddetction D. Synthesis questions

9. Additional tests(if applicable)

Some women have to undergo additional tests ifr ti@mmography results show something
unusual or abnormal that requires further invesibga
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54.This seems to have been the case with you. Istnegct?

< |If you discover that, in fact, the participantdiot undergo additional tests, go back to
section 7. Communication of resuéind then move on to sections 8. 24-month reaadl D.
Synthesis guestions

55.How did you find out that you would have to undeeggtlitional tests?

Sub-questions
In the days that followed your mammogram, did ydactor or some other person contact

you to inform you that you would need to have adddl tests?
What did they tell you?

56.Can you tell me what you had to do in order to ugde¢hese tests?

Sub-guestions
Who: Did you make the necessary appointment yoi@rsel

Where: Where did you have the additional tests?
Time: From the timeyou were told that additional tests would be neags$iow long did you
have to wait for the tests?

57.What was this waiting period like for you?

58.Thinking of how the tests were done or the procedbat was used to determine whether
there really was a problem, is there anything yoat find (or found) difficult or that posed a
problem for you? (What kind of problem — examples)

59.Did someone or something help you during this medpis there someone or something that
could have helped you undergo the additional tmstiswait for your results?

60.Did someone or something help you when you receyoed results?

< If the person has not already provided this infation, ask:
What did the additional tests reveal?

< |f the results were negative (no cancer), and rdgss of whether other problems were
uncovered (cysts, etc.), complete sections 8 24+egall and D. Synthesis questions

= If the results were positive (cancer diagnos@nplete sections 10 Oncology referaald
D. Synthesis questions

10. Oncologqy referral(if applicable)

After receiving the results of your additional ggstou were referred for treatment.

61.Can you tell me anything about the support youiveckeduring the treatment period?
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62.Do you think your personal condition influenced tta&re you received or the way you
approached your treatments?

D. Synthesis questions

We've just talked about the different stages tham&n go through with the Quebec breast cancer
screening program.

63.What is your overall impression of the PQDCS pre@es
You mention a number of difficulties you experieticat different stages in the breast cancer

screening program. For examples, you mentioneddih@wving problems
(name a few).

64.Do you think that all women experience these pmokl®r do you think these problems are
related to your particular situation? Take someetitm think about each of the stages we
discussedréshow the diagram illustrating the different stagd the program

65.What helped you the most during this experienceithier words, what provided the greatest
help to you in terms of dealing with the difficel§ you encountered?

66. Thinking again of each of the steps we discussaul,you think of anything that was lacking
or that needs to be improved?

67.Do you think that your needs were taken into actthmoughout this process (the program)?
68.In the beginning, your reasons for getting a manmaimgwere (mention the

reasons stated at the beginning of the intervidwany). Did your experience with the
program allow you to achieve this (permit this)?

69.When all is said and done, would you say that yexperience of mammography and the
breast cancer screening program in general wagasitoi your experience with other health
services or was it different in some way?

70.1s there anything that you would like to add conagy your experience with the screening
program? Can you suggest any improvements to thgrgom?

¢ Stop recording.
Thank you for taking the time to answer my questiand for answering them so carefully.

As indicated in the consent form for this study,r aoterview will conclude with two
guestionnaires. The first is a personal informatjaestionnaire which | will ask you to complete
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with me. Then | will ask you to complete the secangstionnaire on your own. The second
guestionnaire is a personal satisfaction questiommelating to mammography.

@ Complete the personal information questionnaire.
@ Have the participant complete the mammography fsati®n questionnaire.

= |f, on the consent form, the participant indicatbdt she would like to receive a summary of
the results, remind her that a summary will be fanded to her.

= After both questionnaires have been completed, sa

This concludes our meeting. On behalf of the membérthe research team and their partners,
I'd like to thank you again for your time. Your avers will help us gain a better understanding of
the challenges faced by women who participate énQuebec breast cancer screening program
(PQDCS). We believe that the proposals that willeeya from this process will benefit all
women with special needs and all women who encolaiiers to participation in the PQDCS.

@ Give the person the $20 compensation and ask h&gtoa receipt.
< Provide a program brochure.

< If applicable, provide the contact information afresource person at the regional PQDCS
office.
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APPENDIX C

SCHEMATIC REPRESENTATION OF THE PQDCS
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1 Invitation

STAGES OF
THE PQDCS

@ 2 Making an appointment
)

3 Travel and intake

4 Signing the authorization form

5 Waiting and undressing

6 Mammography

9 Additional

tests
7 Results

10 Oncology

referral

= 8 Recall (every 2 years)
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APPENDIX D

DELPHI SURVEY QUESTIONNAIRE ROUND 1 (STAGE 2)
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L'ACCES AU DEPISTAGE DU CANCER DU SEIN POUR
LES FEMMES AYANT DES BESOINS PARTICULIERS

DELPHI SURVEY QUESTIONNAIRE ON PROPOSALS TO IMPROVE ACCESS
ROUND 1

The goal of this questionnaire is to obtain yousws on the usefulness and feasibility of a
variety of proposals to improve access to the Quélpeast cancer screening program (PQDCS)
for women who experience significant limitationgheir day-to-day activities as a result of:

e a motor impairment (completely or partially disat)le

* ahearing impairment (deaf or hard of hearing)

* avisual impairment (blind or visually impaired)

* anintellectual impairment (intellectually disabled

« apsychological impairment (mental health problems)

This questionnaire is based on an analysis ofiassef interviews that were conducted in recent
months with 124 patrticipants (see attached docureetiied “Research Project Presentation”).
Through these interviews, we were able to identdyious elements that impede or facilitate
access to the PQDCS for women with activity limaas. The questionnaire presents 12
improvement targets that emerged from this analysts each of these targets, a range of
proposals to facilitate access to the PQDCS arpgsexd. Although the primary objective is to
facilitate access for women with activity limitati®, a number of these proposals may also be of
benefit to women in general.

This Delphi survey questionnaire will enable usémsult a group of experts (of which you are
one) on an individual basis. The questionnaire lteswill be communicated to you in
approximately two weeks. At that time, we will tgthu which of the proposals were found, by
consensus, to be both useful and feasible. Theopedg for which no consensus was achieved
will be resubmitted to you. You will then have apportunity to express an opinion a second
time after reviewing the responses of the otheedspn the group and the distribution of those
responses.
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INSTRUCTIONS

You can complete this questionnaire on a compuwidine version) or on paper. In either case,
is important that you answer all the questions.

Please evaluate each of the proposals in the quesire according to the followintyo
criteria:

» Usefulness “Yes it is important!”

* Feasibility “Yes it can be done!”
EXAMPLE:

Proposal:

Draw up a list of regional resources that offevexs to persons with activity limitations for
dissemination to PQDCS-accredited centres.

Not at all Not very Somewhat Very No opinion
Useful ] [] [] X []
Feasible [] [] X [] []

In this example, the respondent felt that dissetmgaa list of resources that promote access to
the PQDCS would be very useful and that implemertiis measure was somewhat feasible.

Please check “No opinion” only when you are unablexpress an opinion one way or another.

If you have any comments or suggestions for imprgthese proposals, please include them in
the space provided for this purpose.

At the end of the questionnaire, you will be ast@dlentify the five proposals that you consider
to be the most useful of all.

THANK YOU FOR TAKING THE TIME TO COMPLETE THIS QUEBIONNAIRE.
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TARGET 1: IMPROVING ACCESS TO PROGRAM INFORMATION

Background

The PQDCS provides much information in the fornmoitten documents. Of these, the letter of invdati

to participate in the PQDCS and the recall letter generally appreciated. These documents serve,
respectively, as an incentive to participate inghegram and as a reminder. Since these lettershalge

the same value as a referral, they can often saraew a trip to their doctor’'s office. However, some
women are unable to absorb the important informapimvided in these letters and may, as a resllttof
bring the documents they need to have with themriter to get a mammogram (the invitation letter, a
doctor’s referral, films of earlier mammograms,the case may be). Certain criticisms have also been
expressed with regard to these letters: the pentob small, important information is inadequately
highlighted, certain formulations or terms are ¢omplex, too much information is provided. Womertthwi
intellectual disability or vision impairments magve difficulty with written documents, as may women
with low literacy or education levels. For thesemem, access to program information is conditiomedru
having a person in their immediate circle who cqplan the content to them.

Proposals

1.1 Develop alternative formats of the invitation lettexd make these available upon request. Threeaterm
are seen as priorities: (1) a simplified and illat#d version for persons with reading difficulfi¢®) a
Braille version for women who are blind; and (3a&e print version for women with impaired vision.

Not at all Not very Somewhat Very No opinion
Useful O O ] [] [
Feasible O O O L] []

Comments:

1.2 In the invitation letter, encourage women with ti limitations to contact the PQDCS regional seev
coordination centre to obtain additional informatio

Not at all Not very Somewhat Very No opinion
Useful O] Ol L] [] [
Feasible O] O] ] [] []

Comments:




1.3 lllustrate the different stages of the programhia form of a diagram to be added to the invitatetter.

Not at all Not very Somewhat Very No opinion
Useful O O ] [] [
Feasible O O ] O] []
Comments:
1.4 lllustrate the different stages of the CDD appoenmtprocess in the form of diagram and make this
resource available to women and intake personnel.
Not at all Not very Somewhat Very No opinion
Useful O O ] [] [
Feasible O] O] ] Ol []
Comments:

1.5 IntheFormulaire d’autorisation de transmission de remgeiments relative a la participation au PQDCS
(Authorization form for the transmission of infortiwen related to participation in the PQDCS), inseltox
that women can check to request that informatiorthenprogram be provided to them in an alternative
format (Braille, large print, simplified-illustradleversion) or forwarded to a third party of theaocce.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:

1.6 Modify the Formulaire d’autorisation de transmission de remgements relative a la participation au
PQDCSto provide an option whereby women can requesthigaprogram contact them by telephone.

Not at all Not very Somewhat Very No opinion
Useful O] Ol L] [] [
Feasible O] O] ] Ol []
Comments:




1.7 Develop a new form wherein women can instruct t®ES to communicate with them in the format that

best suits their needs.

Not at all Not very Somewhat Very No opinion
Useful O O ] [] [
Feasible O] O] ] Ol []
Comments:

1.8 In the invitation letter, highlight the informatiomomen need to retain (e.g., use of 14 point foriame

print).
Not at all Not very Somewhat Very No opinion
Useful O] Ol L] [] [
Feasible O] O] ] Ol []
Comments:

1.9 When sending out the invitation letter, staplesa dif regional CDDs to the letter or provide thetas a
two-sided photocopy.

Not at all Not very Somewhat Very No opinion
Useful O] Ol L] [] [
Feasible O] O] ] [] []
Comments:

1.10 When a woman is scheduled to have a mammogranCDxother than the one in which she had her last
mammogram, ensure that the films are mailed toéive CDD.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:




2.1

2.2

2.3

TARGET 2: SIMPLIFYING THE APPOINTMENT -MAKING PROCESS

Background

While most women manage to contact the CDD on th&ir, a variety of barriers can prevent women from
making an appointment for a mammogram. Some ofthesriers are technical (e.g., being put on hold,
complex telephone systems), while others are pwoetde.g., when appointments are only taken daicer
times of the month). Also, the more time passewéeh the date the appointment is made and theoflate
the actual examination, the greater the chancdsthleaperson will forget her appointment or that he
situation will change (e.g., loss of motivationalrange in mental health status). It has also beértqul
out that women with certain kinds of activity li@itons may require assistance to make an appointmen

Proposals

Provide CDDs and CRIDs with options for making appmoents in writing (by fax, e-mail, TDD
keyboard) and mention these options in the inadtaketter.

Not at all Not very Somewhat Very No opinion
Useful O] L] ] [] [
Feasible ] O] ] L] []

Comments:

Provide CDDs and CRIDs with options for making appmoents in writing (by fax, e-mail, TDD
keyboard) and mention these options in the inataketter.

Not at all Not very Somewhat Very No opinion
Useful O] L] ] [] [
Feasible ] O] ] L] []

Comments:

Provide each CCSR with the means to communicateriting (by fax, e-mail, TDD keyboard) and
indicate this option in the invitation letter.

Not at all Not very Somewhat Very No opinion
Useful O] L] ] [] [
Feasible ] O] ] L] []

Comments:




2.4  Shortly before each appointment (e.g., 1-3 dayshimd women of the date and time of their appoimtme
by telephone or in writing.

Not at all Not very Somewhat Very No opinion
Useful O L] L] ] []
Feasible O L] L] ] []
Comments:
TARGET 3. SITE ACCESS CONSIDERATIONS
Background

CDDs and CRIDs do not all offer the same degrephysical accessibility. Building access and spatial
orientation inside buildings may constitute bagitar women with motor or sensory impairments, afl w
as for women with a low level of literacy (issueslude signs, the width of corridors, toilets artdmege
rooms, the availability of elevators, etc.).

Proposals

3.1 In each region, identify the site and equipmenteasibility characteristics of CDDs and provide this
information in the invitation letter.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:

3.2  Adopt guidelines and timelines for the installatiand quality control of equipment (e.g., stairslift
wheelchairs, patient lifts) in CDDs and CRIDs.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:




3.3  Prominently display the PQDCS logo in CDDs and CR#Hd that women can more easily find their way

around.
Not at all Not very Somewhat Very No opinion
Useful O O ] [] [
Feasible O O O O] []
Comments:

3.4  Equip CDDs and CRIDs with visual indicators (flaoarkings, colour coding) and sound indicators (e.g.
beeps to identify obstacles) in order to facilitagatial orientation for women with vision or heari

impairments.
Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:

3.5 Lower CDD and CRID reception counters to providsi@aaccess for women who use a wheelchair.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:

3.6 Ensure that each centre has at least one acceshiaige room (spacious enough to accommodate a
personal attendant, guide dog, wheelchair, etc.).

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:




3.7

4.1

4.2

Allow women who use a wheelchair to undress inetkemination room.

Not at all Not very Somewhat Very No opinion
Useful O ] L] ] []
Feasible ] ] L] L] ]
Comments:
TARGET 4: FACILITATING DATA COLLECTION
Background

The clinical information questionnaire that patgenare asked to complete before undergoing
mammography is said to be difficult to fill out, rpaularly for women who have difficulty reading or
understanding information. Women or their persat@ndants may be unable to provide the information
requested (e.g. the date of the last mammogramdree therapy status, etc.).

Proposals

Attach the clinical information questionnaire te tinvitation letter so that women will be able tomplete
it ahead of time.

Not at all Not very Somewhat Very No opinion
Useful O O ] L] []
Feasible Il O ] ] L]

Comments:

For subsequent mammograms, re-use the clinicalnma#ton questionnaire already completed at the CDD
and simply update the information.

Not at all Not very Somewhat Very No opinion
Useful O] L] ] [] [
Feasible ] O] ] L] []

Comments:




4.3

5.1

Find the date of the last mammogram in SI-PQDCSpmadide it in the recall letter.

Not at all Not very Somewhat Very No opinion
Useful O L] L] ] []
Feasible O L] L] ] []
Comments:
TARGET 5: PARTICIPANT CONSENT
Background

The Formulaire d’autorisation de transmission de reigeements relative & la participation des femmes
au PQDCS(authorization form for the transmission of infation related to participation in the PQDCS)
iIs part of the participant consent process. Altliougecessary, this form is difficult to read and to
understand for many women (layout, length of tegtnplex words or formulations); some women require
the assistance of a third party in order to undesthe content of this form and provide their aigre. To
save time and facilitate comprehension, intakeqgrersl often verbally summarize the content of foisn

for clients. This approach is primarily used witlomen who have difficulty reading or assimilating
information. Questions have been raised about ltiiigyaof certain women to understand the content o
this form, about the relevance of much of the imfation it provides, and about possible alternative
approaches to presenting its content. Given thessiderations, it may be difficult to obtain a mers
informed consent in certain cases.

Proposals

Attach the Formulaire de transmission de renseignememiative a la participation des femmes au
PQDCSto the invitation letter so that women can redukfore their appointment.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:




5.2  Provide theFormulaire d’autorisation de transmission de remgeiments relative a la participation des
femmes au PQDQ%pon request to allow women to review it beforerteppointment.

Not at all Not very Somewhat Very No opinion
Useful O] L] ] [] [
Feasible ] O] ] L] []

Comments:

5.3 Develop a checklist that intake personnel can vssutmmarize the content of the form in a simple,
standardized fashion.

Not at all Not very Somewhat Very No opinion
Useful O O ] [] [
Feasible O] O] ] [] []

Comments:

5.4  Develop a simplified version of tiféormulaire d’autorisation de transmission de remgements relative
a la participation des femmes au PQDE8mposed of key words and illustrations) and makeailable
to women and intake personnel.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:




6.1

6.2

TARGET 6: INTAKE AND PREPARATION OF WOMEN
WITH ACTIVITY LIMITATIONS

Background

Appointment taking offers an excellent opporturiityshare information with women and to identifyithe
needs. When women with activity limitations arratigeir appointments they do not always receivehal
information they need in order to prepare for tkaneination. Similarly, if CDDs and CRIDs could oiota
information on women’s special needs ahead of time/ould be easier for them to make the necessary
accommodations (e.g., make necessary adjustmetftgitoequipment, or allocate more time or add#ion
personnel for the examination). However, such pkioowledge might also give rise to discriminatory
practices (e.g., refusal of access, systematicredfem other CDDs) arising out of the concern tbattain
women require more time or preparation in ordertdergo mammography. Questions were raised ag to th
best approach for collecting information on womemegds, as well as the nature of the data to bected
and the issue of data retention. Some participalats expressed concern that accessing certaimiafan

on women'’s special needs might constitute a viatedif the principle of confidentiality.

Proposals

Provide a checklist for CDDs and CRIDs indicatihg tnstructions that should be given systematidally
all women who make appointments.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:

Add content dealing with clinical breast screenpmgctices for women with activity limitations to B@S
training module 1l for CDD personnelSénsibilisation a I'approche envers les femmesesisgar le
PQDCS (Awareness of approach used with women targetetidPQDCS).

Not at all Not very Somewhat Very No opinion
Useful L] L] ] ] O]
Feasible L] L] ] ] O]

Comments:




6.3 Develop teaching materials (e.g., an informaticafiét) for CDD-CRID personnel that deal with cliaic

breast cancer screening practices for women wiikiiggdimitations.

No opinion

Not at all Not very
Useful ] ]
Feasible ] ]

Comments:

6.4  For each region, draw up a list of resources tlffatr services to persons with activity limitatioasd

provide this information to CDDs and CRIDs.

No opinion

Not at all Not very
Useful ] L]
Feasible L] L]

Comments:

6.5  When taking appointments, systematically ask womkeether they have special needs that should be take

into account in preparing their intake.

No opinion

Not at all Not very
Useful L] L]
Feasible [l [l

Comments:

6.6 In the invitation letter, encourage women to mantmy special needs they might have when they make

their appointments.

No opinion

Not at all Not very
Useful ] L]
Feasible ] ]

Comments:




6.7 Integrate into the provincial SI-PQDCS database oatggories for the identification of women’s spéci
needs in the areas of communication, personaltasses and access to screening sites and equipiesit.
information could then be conveyed to the CCSRfadtditate program follow up activities (e.g., rdsa
communication of results).

Not at all Not very Somewhat Very No opinion
Useful O] Ol L] [] [
Feasible O] O] ] Ol []
Comments:

6.8 Establish a regional database containing any irdtion women might wish to disclose regarding their
special needs in the areas of communication, patsassistance, and access to screening sites and
equipment. This data would be managed by the CG8Racilitate program follow up activities (e.g.,
recalls, communication of results).

Not at all Not very Somewhat Very No opinion
Useful O O ] [] [
Feasible O O O O] []
Comments:

6.9 Retain information concerning the characteristitsvomen with activity limitations (types of limitiains
and special needs) in the patient records of tleaat CDD.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:

6.10 In each region, identify the centres that offercmmodations for different types of activity limii@ts.

Not at all Not very Somewhat Very No opinion
Useful O] Ol L] [] [
Feasible O] O] ] Ol []
Comments:




7.1

7.2

7.3

TARGET 7: ADAPTATION OF THE MAMMOGRAPHY PROCESS

Background

Some women with activity limitations have incorpgech mammography into their regular health checks.
However, the procedure can trigger fears conneafétd difficult aspects of women'’s lives (e.g., body
image, past negative experiences). In some cases, discomfort, pain or embarrassment that
mammography can cause is exacerbated by certaistraons associated with the mammography
equipment or the positioning technique used. Moeeoeertain CDDs and CRIDs do not have adapted
equipment (wheelchairs, patient lifts, etc.) or shipport staff needed to provide mammography seswic
women with special needs.

Proposals

When a woman’s limitations are known ahead of tiemsure that the necessary equipment and support
(assistant technologist) are available on the dalyeoappointment.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] ] ]
Feasible ] L] ] Ol [

Comments:

Offer women the possibility of getting a mammogriana seated position.

Not at all Not very Somewhat Very No opinion
Useful L] L] L] L] L]
Feasible ] ] ] O] []

Comments:

Allocate funds for the purchase of adapted equipr{ex., adjustable chairs, patient lifts) in regidhat
lack such equipment.

Not at all Not very Somewhat Very No opinion
Useful L] L] L] L] L]
Feasible ] ] ] O] []

Comments:




7.4  Through training and teaching materials (e.g.,nmi@tion leaflet) provide technologists with infortioza
on mammography positioning techniques for persdtis motor limitations.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] [] [
Feasible ] ] ] [] [

Comments:

7.5  Ensure that CDDs and CRIDs have gowns of diffeser@s on hand.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:

7.6  Ensure that CDDs and CRIDs have gowns with velesodn hand.

Not at all Not very Somewhat Very No opinion
Useful O] L] ] [] [
Feasible ] O] ] L] []
Comments:
TARGET 8: ESTABLISHING GUIDELINES FOR
COMPLEX SITUATIONS
Background

Some women with activity limitations present momplex profiles than others. The term “complex
profile” refers to the exceptional nature of a pers condition, including the nature and severityheir
limitations and/or the existence of associated lgrab (chronic illness, behavioural problems). Fomen
who fall into this category, mammography can beadigularly difficult procedure to undergo. Questo
were raised as to: the appropriateness or fedgibiliproviding screening mammography for these wom
the criteria that should guide the decision to quenf the examination; and the availability of resmsr to
provide screening services for women with compleads.



Proposals

8.1 Develop and distribute to CDDs and CRIDs a praagigiele providing strategies to accommodate women
with activity limitations in the PQDCS (e.g., le®ie in the waiting room, postponement of appoinitae
for women whose emotional state is unstable).

Not at all Not very Somewhat Very No opinion
Useful O O ] L] []
Feasible Il O ] ] L]

Comments:

8.2  Establish guidelines that could be used to determihether women with complex profiles are in faadea
to provide informed consent to screening.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] ] ]
Feasible ] ] ] O] []

Comments:

8.3  Establish follow up guidelines for women who areable to undergo mammography or whose
mammography results are inconclusive.

Not at all Not very Somewhat Very No opinion
Useful L] L] ] ] O]
Feasible L] L] ] ] O]

Comments:

8.4  Establish decision support guidelines for the releof women with complex profiles to oncology or

treatment.
Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:




8.5  Establish guidelines concerning the use of traimmp in connection with mammography screening and

additional tests.

9.1

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] L]
Feasible ] ] ] O] L]
Comments:
TARGET 9: STRENGTHENING PHYSICIANS * COMMITMENT
TOWARD WOMEN WITH LIMITATIONS
Background

The attending physician (family doctor) is viewexlaakey person in the dissemination of informaton
breast cancer screening and in providing supponvtonen with activity limitations as they grapplétw
the decision to undergo mammography. Physiciannmetendation to obtain mammography (whether
supported by a medical referral or not) constit@esncentive for women. Some have suggested hieat t
role of the referring physician in helping womerthwactivity limitations come to a decision with egd to
mammography, as well as their role in facilitatimpmen’s access to additional tests and oncology
treatment, needs to be supported and strengthened.

Proposals
Through training or teaching materials, sensitibgsicians to the importance of recommending CDD-

based screening mammography to women with activitiations who fall within the target age group of
the PQDCS.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []
Comments:

9.2 Through training or teaching materials, remind ptiges that annual clinical breast examinations

constitute an appropriate preventive practice fome&n with activity limitations.

Not at all Not very Somewhat Very No opinion
Useful O] Ol L] [] [
Feasible O] O] ] [] []
Comments:




9.3

10.1

10.2

Through training or teaching materials, provide gibians with strategies for helping women with i
limitations undergo mammography screening.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] L]
Feasible ] ] ] O] L]
Comments:
TARGET 10: MOBILIZING COMMUNITY RESOURCES
Background

Mammography requires relatively complex planning fmmen who have mobility problems, who use
accessible transportation or who count on the stipgoa third party (such as an interpreter or peas
attendant). These women must sometimes contend limiited community resources (e.g., restricted
accessible transportation service areas, lacktefgreters), as well as limitations in their resiik living
environment. Finally, the difficulties associateithmeaching women who live in residential fac#i
through regular mail (e.g., women with intellectdadability) have raised questions regarding infation
access and the decision-making process with regpscteening mammography.

Proposals
Through training or teaching materials on the PQD$&Rsitize institutional/organizational represtnts

in every region, as well as representatives ofdezgial facilities (e.g., group homes) for womerthwi
functional limitations who fall within the prograsitarget age group.

Not at all Not very Somewhat Very No opinion
Useful O O ] L] []
Feasible ] O] ] L] []

Comments:

Develop a general framework agreement with acclessitansportation systems to facilitate the
development of local and regional agreements.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:




10.3 Develop a general framework agreement with localpsu services to facilitate access to personal
attendants when the need arises.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] [] [
Feasible ] ] ] [] [

Comments:

10.4 Develop a general framework agreement with loctdrpreter services in order to facilitate access to
interpreters when the need arises.

Not at all Not very Somewhat Very No opinion
Useful O O ] L] []
Feasible Il O ] ] L]

Comments:

TARGET 11: REVIEWING AND IMPROVING PROGRAM PARAMETERS

Background

A number of CDDs and CRIDs have developed regiondbcal initiatives to address the needs of women
with activity limitations. These include measures tdapt written documents; prepare women for
mammography; collect intake information; organize work of CDDs and CRIDs; and manage additional
tests.

Proposals

11.1  Analyse regional initiatives aimed at women withthaty limitations in order to evaluate their
effectiveness and potentially apply them on a mafiscale.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:




11.2 Standardize program correspondence (invitatiorts|llss reminders, etc.) across all regions, incaog
the strategies considered to be most useful ingarfrhelping women understand and make use of the
information they are given.

Not at all Not very Somewhat Very No opinion
Useful O O ] L] []
Feasible Il O ] ] L]

Comments:

11.3 Designate a person to act as a liaison betwee@H2 the CRID and any community resources that may
need to be mobilized to assist women who requid#tiadal tests or cancer treatment.

Not at all Not very Somewhat Very No opinion
Useful L] L] ] ] O]
Feasible L] L] ] ] O]

Comments:

11.4 Incorporate questions aimed at women with actilibjtations into regional evaluations of PQDCS djyal
or client satisfaction.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] [] [
Feasible ] ] ] O] []

Comments:

11.5 Incorporate information on the submission of cormptainto PQDCS documents.

Not at all Not very Somewhat Very No opinion
Useful ] ] ] O] []
Feasible ] ] ] O] []

Comments:




12.1

12.2

12.3

TARGET 12:INCLUDING WOMEN WITH ACTIVITY LIMITATIONS IN
PQDCSPROMOTIONAL ACTIVITIES

Background

The PQDCS and breast cancer screening in geneuld be promoted more effectively if more diverse
means were employed to encourage screening, disamnformation throughout the year, and recruit
spokespersons with whom women can identify. Pramnaticampaigns are seen as crucial opportunities to

reach women with activity limitations in a moreait fashion.

Proposals

Identify and put forward strategies to target wonwath activity limitations in the context of PQDCS

promotional campaigns.

No opinion

Not at all Not very Somewhat Very
Useful ] Il ] O]
Feasible ] ] ] Ol

Comments:

Identify and put forward strategies to target wonwath activity limitations in the context of cancer

campaigns.
Not at all Not very Somewhat Very No opinion
Useful ] ] ] L]
Feasible ] ] ] L]
Comments:

In the invitation letter or in an accompanying dmeunt, include a reference to the D\ADitour des seins
and include information on how to obtain it. The D\rovides simple information in several languages

(including Quebec sign language) on breast carceering and the PQDCS.

No opinion

Not at all Not very Somewhat Very
Useful ] O] ] Ol
Feasible ] ] ] Ol

Comments:




CONCLUSION: PRIORITY PROPOSALS AND COMMENTS

From among the proposals listed above, selectdemtify by number (e.g., 3.2) the five you thinkuwia
be most useful in terms of improving access todireancer screening for women with activity lirmbats
resulting from a motor, sensory, intellectual oyghological impairment.

Proposal 1

Proposal 2

Proposal 3

Proposal 4

Proposal 5

If you have any comments or suggestions to makk weigard to the facilitators, barriers or proposals
discussed in this questionnaire, please provida thelow.

THANK YOU FOR COMPLETING THIS QUESTIONNAIRE .
PLEASE RETURN:

« BY MAIL: THE FORMULAIRE DE CONSENTEMENT A LA RECHERCHE(RESEARCH
CONSENT FORM) WITH YOUR SIGNATURE, (RETAIN THE SECO ND COPY FOR
YOURSELF), AND THE QUESTIONNAIRE D’ENQUETE DELPHI (DELPHI SURVEY
QUESTIONNAIRE), USING THE POSTAGE-PAID ENVELOPE.

+ BY E-MAIL: SAVE THE FORMULAIRE DE CONSENTEMENT A LA RECHERCHE,
ADDING YOUR ELECTRONIC SIGNATURE (IF YOU DO NOT HAV E AN
ELECTRONIC SIGNATURE, PLEASE COMPLETE THE PAPER VER SION OF THE
FORM AND RETURN IT IN THE POSTAGE-PAID ENVELOPE). S AVE THE
QUESTIONNAIRE D’ENQUETE DELPHI AND COMPLETE IT ON LINE. ATTACH
BOTH THE QUESTIONNAIRE AND THE CONSENT FORM TO YOUR E-MAIL AND
FORWARD TO:

ACCESDEPISTAGE.CRLD@SSSS.GOUV.QC.CA
7C
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Table 1. Characteristics of participants in eaamsadtation rounds

Participants’ areas of expertise MEllEel o REWIHEE REWEe
P P 1st round 1st round 2nd round
PQDCS experts - managem%nt 21 15 13
PQDCS experts - training 2 1
PQDCS experts - services 4 3
PQDCS experts - quality assurance 2 2
Experts in the delivery of support services

. AT 11 8 7
to persons with activity limitations
Experts in the field of cancer control 0 0
Experts in the field of service organization 0 0

TOTAL 48 31 26

Table 2 illustrates the distribution of participsum each consultation round, according to the size

of the population cluster in which they work. Apgirmately one participant in five works in the
greater Montreal area (more than 1,000,000 inhatsitaapproximately half work in large cities
(100,000 to 999,999 inhabitants) and a quarter warksmaller centres (10,000 to 99,999
inhabitants). The participants represented elev¥&uebec’s seventeen administrative regions.

Table 2. Characteristics of participants’ placesvofk
Participants’ places of work Mailed out Returned Returned
P P 1st round 1st round 2nd round
Metropolitan o o d
More than 1,000,000 inhabitants 1 23.0 % ! 22.5% > 19.0%
Urban - large city 0 o )
100,000 to 999,999 inhabitants 22 46.0 % 16 s15% 13 50.0 %6
Urban — smaller centre 0 N 0
10,000 to 99,999 inhabitants 121 250% 7 | 225% 7| 270%
Rural-semi-rural o o 0
Fewer than 10,000 inhabitants 3 6.0% 1 3:5% 1 4.0%
TOTAL 48 31 26

® Corresponds to persons attached to CCSRs in fekatit regions.
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RESULTS OF DELPHI SURVEY QUESTIONNAIRE

TARGET 1: IMPROVING ACCESS TO PROGRAM INFORMATION

: Useful (%) Feasible (%)
Proposals for action Round Unfavourable| Favourable Unfavourable Favourable
Develop alternative formats of the invitation lettend make these
available upon request. Three formats are seemiadtips: (1) a
1.1 | simplified and illustrated version for persons witleading| 1 0.0 100.0 v 16.1 77.4 v
difficulties; (2) a Braille version for women whoegblind; and (3
a large print version for women with impaired visio
In the invitation letter, encourage women with étyi limitations
1.2 | to contact the PQDCS regional service coordinattentre to| 1 12.9 87.1 v 9.7 87.1
obtain additional information.
lllustrate the different stages of the programiasgcam form to be 1 38.7 61.3 —— 12.9 80.6
1.3 | added to the invitation letter. > 162 539 —
lllustrate the different stages of the CDD appoitnprocess in - 1 35.5 58.1 - 12.9 74.2 v
1.4 | diagram form and make this resource available tongro and
intake personnel. 2 38.5 53.8 T
In the Formulaire d'autorisation de transmission de
renseignements relative a la participation au PQDCS
(Authorization form for the transmission of infortizen related tg
1.5 | participation in the PQDCS), insert a box that woman checkto 1 6.5 93.6 v 22.6 77.4 v
request that information on the program be provigethem in an
alternative format (Braille, large print, simplifiellustrated
version) or forwarded to a third party of their e®o
Modify the Formulaire d’autorisation de transmission de 1 25.8 67.7 — 32.2 61.3 _—
16 renseignements relative a la participation au PQD©Sprovide
" | an option whereby women can request that the pmograntactf 2 19.2 76.9 V2 57.7 34.6 —
them by telephone.
Key

v Consensus
4 Consensus achieved on the second round
No consensus
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RESULTS OF DELPHI SURVEY QUESTIONNAIRE

Develop a new form wherein women can instruct ti@DES to
L7 | communicate with them in the format that best shitsr needs. 1 16.1 7.4 v 29.1 64.6 o
In the invitation letter, highlight the informatiomomen need to retain
18 (e.g., use of 14 point font or large print). 1 0.0 96.8 v 6.5 87.1 v
19 When sending out the invitation letter, staplesa dif regional CDDg 1 9.7 80.6 v 6.5 80.7 v

to the letter or provide the two as a two-sidedtpbopy.

When a woman is scheduled to have a mammogramCi other
1.10| than the one in which she had her last mammograsuyre that the 1 6.4 90.4 4 25.9 64.5 -
films are mailed to the new CDD.

TARGET 2: SIMPLIFYING THE APPOINTMENT -MAKING PROCESS

, Useful (%) Feasible (%)
Proposals for action Round Unfavourabl: | Favourable UnfavourableFavourable
Provide CDDs and CRIDs with various options for mgk
2.1* | appointments in writing (by fax, e-mail, TDD keylda and 1 29.1 71.0 v 48.4 41.9 ---
mention these options in the invitation letter.
Provide each CCSR with the means to communicateriting 1 32.2 61.3 o 38.7 48.4 .
2.3 | (by fax, e-mail, TDD keyboard) and indicate thistiop in the
invitation letter. 2 50.0 50.0 - 57.7 38.4 -
Shortly before each appointment (e.g., 1-3 dagshimd women
2.4 | of the date and time of their appointment by tetemhor in 1 0.0 100.0 v 29.1 67.7 --
writing.

* Proposal 2.2 repeats proposal 2.1 due to a pastteat went unnoticed during the design phasehferfitst round questionnaire. We did not see thatpif communicating the results for
that proposal.

Key
v Consensus
4 Consensus achieved on the second round

--- No consensus
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RESULTS OF DELPHI SURVEY QUESTIONNAIRE

TARGET 3: SITE ACCESS CONSIDERATIONS

Proposals for action

Round

Useful (%)

Feasible (%)

Unfavourable| Favourabl

1%

Unfavourablel Favourable

3.1

In each region, identify the site and equipmentesasibility
characteristics of CDDs and provide this information the
invitation letter.

9.7

90.3

12.9

83.9 v

3.2

Adopt guidelines and timelines for the installatiand quality
control of equipment (e.g., stair lifts, wheelckaipatient lifts) in
CDDs and CRIDs.

9.7

83.8

19.4

71.0 v

3.3

Prominently display the PQDCS logo in CDDs and CR#H0 that
women can more easily find their way around.

9.7

90.3

6.5

90.3

3.4

Equip CDDs and CRIDs with visual indicators (flomarkings,
colour coding) and sound indicators (e.g., beepsidentify
obstacles) in order to facilitate spatial orieratfor women with
vision or hearing impairments.

16.1

80.6

38.7

48.4

3.5

Lower CDD and CRID reception counters to providsi&aaccess
for women who use a wheelchair.

22.6

77.5

35.5

58.1 ---

3.6

Ensure that each centre has at least one acceshinhge roon
(spacious enough to accommodate a personal attemgdécte dog,
wheelchair, etc.).

0.0

100.0

12.9

80.6

3.7

Allow women who use a wheelchair to undress inetkemination
room.

16.2

77.5

19.3

67.7 -

Key
v Consensus
4 Consensus achieved on the second round

-- No consensus

76



RESULTS OF DELPHI SURVEY QUESTIONNAIRE

TARGET 4: FACILITATING DATA COLLECTION

Useful (%)

Feasible (%)

Proposals for action Unfavourable Favourabl Unfavourable| Favourable
Attach the clinical information questionnaire te timvitation letter sg v
4.1 that women will be able to complete it ahead oftim 25.9 71.0 19.4 74.2
For subsequent mammograms, re-use the clinical rniration
4.2 | questionnaire already completed at the CDD and Igimpdate the 3.2 93.6 12.9 77.4 v
information.
Find the date of the last mammogram in SI-PQDCSmangide it in
4.3 the recall letter. 29.1 71.0 19.3 61.3 -—-
TARGET 5: PARTICIPANT CONSENT
P Is f i Useful (%) Feasible (%)
roposals for action Unfavourable| Favourable Unfavourable  Favourable
Attach theFormulaire de transmission de renseignemeelastive a la
5.1 | participation des femmes au PQDGS the invitation letter so that 1 22.6 77.5 19.3 77.5 v
women can read it before their appointment.
Provide the Formulaire d’autorisation de transmission (¢ 35.5 64.5 35.5 61.3
5.2 | renseignements relative a la participation des femmu PQDCS
upon request to allow women to review it beforarthppointment. 38.5 61.5 19.2 77.0 v
Develop a checklist that intake personnel can assutnmarize the v
5.3 content of the form in a simple, standardized f@shi 6.5 93.5 0.0 93.6
Develop a simplified version of thEormulaire d’autorisation de
transmission de renseignements relative a la pgdion des femme .
54 au PQDCS(composed of key words and illustrations) and miak 9.7 87.1 22.6 67.7
available to women and intake personnel.
Key

v Consensus
4 Consensus achieved on the second round

-- No consensus
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RESULTS OF DELPHI SURVEY QUESTIONNAIRE

TARGET 6: | NTAKE AND PREPARATION FOR WOMEN WITH ACTIVITY LIMIT

ATIONS

Proposals for action

Round

Useful (%)

Feasible (%)

Unfavourable

U

Favourable

Unfavourab

e

Favoura

Dle

6.1

Provide a checklist for CDDs and CRIDs indicatihg instructions
that should be given systematically to all womenowmake
appointments.

3.2

96.8

3.2

93.5

6.2

Add content dealing with clinical breast screerpngctices for women
with activity limitations to PQDCS training moduld for CDD
personnel $ensibilisation a I'approche envers les femmessipar le
PQDCS (Awareness of approach used with women targetethéy
PQDCS).

0.0

100.0

0.0

96.8

6.3

Develop teaching materials (e.g., an informatioaflét) for CDD-
CRID personnel that deal with clinical breast cansereening
practices for women with activity limitations.

3.2

96.7

6.5

90.3

6.4

For each region, draw up a list of resources tlifdr services tg
persons with activity limitations and provide thisformation to
CDDs and CRIDs.

12.9

83.8

16.1

77.4

6.5

When taking appointments, systematically ask wonvaether they
have special needs that should be taken into ataopneparing their
intake.

3.2

96.8

9.7

87.1

6.6

In the invitation letter, encourage women to mamteny specia
needs they might have when they make their appeinttsn

6.4

93.6

16.1

80.6

6.7

Integrate into the provincial SI-PQDCS database pategories fo
the identification of women’s special needs in theeas oOf
communication, personal assistance, and accessgening sites an
equipment. This information could then be convelgethe CCSRs t¢
facilitate program follow up activities (e.g., rdsacommunication of
results).

[®N

6.5

87.1

29.0

54.8

Key
v Consensus
4 Consensus achieved on the second round

-- No consensus
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RESULTS OF DELPHI SURVEY QUESTIONNAIRE

Establish a regional database containing any irdtion women
might wish to disclose regarding their special segdthe areas of
6.8 | communication, personal assistance, and accesse®ening sites and 1 13.0 77.5 v 22.6 58.1 ---
equipment. This data would be managed by the CG8Racilitate
program follow up activities (e.g., recalls, comriwation of results).
Retain information concerning the characteristi€swomen with
6.9 | activity limitations (types of limitations and spalicneeds) in the 1 9.7 90.3 v 9.7 83.9 4
patient records of the relevant CDD.
In each region, identify the centres that offercaemodations for v v
6.10 different types of activity limitations. 1 3.2 96.8 3.2 90.3
TARGET 7: ADAPTATION OF THE MAMMOGRAPHY PROCESS
. Useful (%) Feasible (%)
Proposals for action Round I vourable | Favourabie Unfavourable _ Favourable
When a woman'’s limitations are known ahead of tiemsure that the
7.1 | necessary equipment and support (assistant tedisk)lare available 1 0.0 06.8 v 6.5 80.6 v
on the day of the appointment.
Offer women the possibility of getting a mammograma seateg v
Allocate funds for the purchase of adapted equigrteeg., adjustable
7.3 | chairs, patient lifts) in regions that lack sucluipgnent. 1 3.2 96.8 v 29.0 54.9 T
Through training and teaching materials (e.g., rimfation leaflet)
7.4 | provide technologists with information on mammodmapositioning| 1 3.2 93.6 6.5 83.8 v
" | techniques for persons with motor limitations. ' ' v ' '
7.5 | Ensure that CDDs and CRIDs have gowns of diffesez@s on hand.| 1 9.7 00.3 v 0.0 93.6 v
7.6 | Ensure that CDDs and CRIDs have gowns with veleodn hand. 1 9.7 87.1 v 12.9 77.4 v
Key

v Consensus
4 Consensus achieved on the second round

-- No consensus
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RESULTS OF DELPHI SURVEY QUESTIONNAIRE

TARGET 8: ESTABLISHING GUIDELINES FOR COMPLEX SITUATIONS

P Is f i Round Useful (%) Feasible (%)
roposals for action Unfavourable [Favourabl Unfavourable| Favourable
Develop and distribute to CDDs and CRIDs a practitede
providing strategies to accommodate women withveigtiimitations
8.1 in the PQDCS (e.g., less time in the waiting ropwstponement of 1 129 83.9 v 16.1 7.4 v
appointments for women whose emotional state itabfey.
Establish guidelines that could be used to dete@minether women 1 29.1 61.3 — 32.3 58.1 _—
8.2 | with complex profiles are in fact able to providéormed consent t
scroening, g 2 26.9 69.3 | - 38.5 53.8 |-
8.3 Establish follow up guidelines for women who aralle to undergo 1 16.1 71 v 16.1 67.7 _—
> | mammography or whose mammography results are ihesive. 2 346 65.4 ___ 30.8 65.4 .
8.4 Establish decision support guidelines for the refesf women with; 1 16.1 64.5 — 16.2 58.1 _—
@ | complex profiles to oncology or treatment. 2 26.9 61.6 . 26.9 572 .
. Establish guidelines concerning the use of tramgrs in connection 1 45.1 38.7 — 38.7 38.7 —
2 | with mammography screening and additional tests. 2 69.2 230 . 61.5 26.9 .
Key

v Consensus
4 Consensus achieved on the second round
No consensus
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TARGET 9: STRENGTHENING PHYSICIANS ' COMMITMENT TOWARD W OMEN WITH LIMITATIONS

Useful (%)

Feasible (%)

Proposals for action Round Unfavourabl Favourabl Unfavourable Favourable

Through training or teaching materials, sensitiagsicians to the
importance  of  recommending CDD-based screenin

9.1 mammaography to women with activity limitations wfadl within ! 6.5 93.6 16.1 80.7 v
the target age group of the PQDCS.
Through training or teaching materials, remind pptigas that

9.2 | annual clinical breast examinations constitute aqprapriate| 1 3.2 96.7 12.9 80.6 v
preventive practice for women with activity limiiats.
Through training or teaching materials, provide gbians with

9.3 | strategies for helping women with activity limi@tis undergga 1 9.7 90.4 16.1 80.7 4
mammography screening.

TARGET 10: M OBILIZING COMMUNITY RESOURCES
. Useful (%) Feasible (%)
Proposals for action Round Unfavourabli [Favourabl Unfavourable Favourable

Through training or teaching materials on the PQDE&&Shsitize
institutional/organizational representatives inrgvegion, as wel

10.1 |as representatives of residential facilities (eggqup homes) for 1 3.2 96.8 9.7 83.8 v
women with functional limitations who fall withirhé program’s
target age group.
Develop a general framework agreement with acclessib

10.2 |transportation systems to facilitate the develogmanlocal and) 1 9.7 77.4 25.8 58.1 -
regional agreements.

Key

v Consensus
4 Consensus achieved on the second round
No consensus




RESULTS OF DELPHI SURVEY QUESTIONNAIRE

Develop a general framework agreement with locappsu
10.3 |services to facilitate access to personal attesdahen the need 1 3.2 87.1 9.7 74.2 v
arises.
Develop a general framework agreement with locaérpreter
10.4 | services in order to facilitate access to integsetvhen the need 1 6.5 87.1 22.6 67.8 -
arises.
TARGET 11: REVIEWING AND IMPROVING PROGRAM PARAMETERS
. Useful (%) Feasible (%)
Proposals for action Round Unfavourabl Favourabl Unfavourable Favourable
Analyse regional initiatives aimed at women withtiaty
11.1 | limitations in order to evaluate their effectivemend potentially 1 3.2 96.8 12.9 83.8 v
apply them on a national scale.
Standardize program correspondence (invitationscalls
reminders, etc.) across all regions, incorporating strategies v
11.2 considered to be most useful in terms of helpingmeo 1 3.2 93.6 3.2 90.3
understand and make use of the information thegises.
Designate a person to act as a liaison betwee@iig the CRID
11.3 | and any community resources that may need to belirembto 1 3.2 93.6 9.7 83.9 v
assist women who require additional tests or cameatment.
Incorporate questions aimed at women with actilityitations
11.4 1 into regional evaluations of PQDCS quality or disatisfaction. 1 3.2 96.8 3.2 93.6
Incorporate information on the submission of cormté into v
115 PODCS documents. 1 19.3 77.4 16.1 80.7
Key

v Consensus
4 Consensus achieved on the second round

-- No consensus
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TARGET 12:INCLUDING WOMEN WITH ACTIVITY LIMITATIONS IN

PQDCSPROMOTIONAL ACTIVITIES

Proposals for action

Round

Useful (%)

Feasible (%)

Unfavourabl

Favourabl

Unfavourable

Favourable

121

Identify and put forward strategies to target wormgth activity
limitations in the context of PQDCS promotional gaigns.

1

9.7

83.8

32.3

61.3

12.2

Identify and put forward strategies to target wormgth activity
limitations in the context of cancer campaigns.

1

12.9

83.8

22.6

71.0

12.3

In the invitation letter or in an accompanying doeunt, include 3

|

P

35.5

58.1

25.8

70.9

reference to the DVIButour des seinand include information o
how to obtain it. The DVD provides simple infornmatiin severa
languages (including Quebec sign language) on breascer

screening and the PQDCS.

42.3

50.0

Key

v
Vv'2

Consensus
Consensus achieved on the second round
No consensus
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