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ABSTRACT

Introduction: Smoking is a key modifiable risk factor for health outcomes of people with
multiple sclerosis (MS). Little evidence exists on whether the information and support needs
of people with MS who smoke are met. This study aimed to explore knowledge, attitudes and

beliefs about smoking and quitting, and quitting support needs in Australian people with MS.

Methods: Current and recent smokers were recruited for phone interviews through social

media and newsletters. Interview data were analysed in NVivo using framework analysis.

Results: We interviewed 25 people with MS (20 current and five recent smokers). Many
participants had little knowledge about the risks of smoking on MS progression. Some
reported perceived benefits from smoking on MS symptoms, while others perceived smoking
worsening their symptoms. Similarly, quitting was believed to have health benefits, but
concerns about withdrawal symptoms and the impact on MS symptoms and relapses were
common. Participants reported ambivalence discussing smoking with clinicians; some wanting
more information and support, while also feeling shame or guilt. Many participants were asked
about their smoking status by MS clinicians, however, the provision of evidence-based
information, and referrals to quitting support services was very infrequent. General
practitioners were often found helpful and supportive, but participants gave more weight to

quit advice from MS clinicians.

Conclusion: Our results are the first to indicate that smoking cessation needs of Australian
people with MS are not met. These findings should be confirmed in a larger sample, but there
is potential to investigate whether implementing routine provision of brief advice in MS care,
as a coordinated effort between MS researchers, practitioners, consumer advocates and
behavioural intervention services, may meet these needs. Further, developing targeted
resources and training quit counsellors to provide appropriate information and support specific

to people with MS may improve smoking cessation success in people with MS.
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1. INTRODUCTION

Over 25,000 people in Australia live with Multiple Sclerosis (MS) (Campbell et al., 2019), a
chronic neurological disorder, likely caused by a complex interaction between genetic,
environmental and lifestyle factors (Olsson et al., 2016). A key determinant for MS onset is
tobacco smoking, increasing the odds by approximately 50% compared to never smokers
(Hedstrom, 2019). Tobacco smoking also increases risk of MS progression (Hempel et al.,
2017a) and premature mortality (Manouchehrinia et al., 2014), and may impair the efficacy of

MS disease modifying therapies (Hedstrom et al., 2014a; Hedstrom et al., 2014b).

Maintaining neurological reserve and brain health is a key part of MS management and
smoking cessation has been identified as one of the main modifiable risk factors for
maintaining brain function (Giovannoni et al., 2016). Longitudinal studies indicate that smoking
cessation can slow down disability progression (Tanasescu et al., 2017) and MS progression
(Ramanujam et al., 2015). Recent recommendations for maintaining brain health suggest that
people with MS should receive an annual lifestyle assessment from a MS healthcare
professional (Giovannoni et al., 2016). However, there are no specific strategies to promote
smoking cessation for people with MS, or at high risk for MS (Marck et al., 2019b). The
National Institute for Health and Care Excellence (NICE) guidelines for managing MS
suggests clinicians use their smoking cessation guidelines for people with chronic diseases to
support people with MS to quit (National Institute for Health and Care Excellence, 2014, 2018),
but recent research suggests this rarely happens in clinical practice (Headstrong Thinking

Limited, 2018).

It is unclear whether there are MS-specific barriers to smoking cessation, which may warrant
strategies beyond those that are currently developed for the general population (Marck et al.,
2019a). A 2006 North American study reported that people with MS perceived benefits of
smoking for coping with MS symptoms, and that many had unsuccessfully attempted to quit;

qguoting withdrawal symptoms and barriers to accessing smoking cessation aids (Friend et al.,



2006). However, this study did not explore knowledge of the impact of smoking on health and
MS specifically, if and how people with MS were assisted to quit, and what may increase
cessation success. An unpublished UK MS Society study (n=27), discovered that nearly all
people with MS who smoked or quit had no knowledge of the MS-specific risks of smoking
(Headstrong Thinking Limited, 2018). The study found that people with MS who smoked
displayed many of the same barriers to smoking cessation as people who smoke within the
general population, and MS-specific barriers, such as coping with the high stress levels due

to living with MS.

Given the paucity of recent research evidence, and urgent calls to promote smoking cessation
among people with MS (Amato et al., 2017; Hempel et al., 2017b; Newland et al., 2017;
Tanasescu et al., 2017), more research is needed to understand the specific needs of people
with MS, and whether these are met (Marck et al., 2019a). Our study aimed to provide a
detailed insight into the beliefs, behaviours and attitudes of people with MS regarding tobacco
smoking, as well as their needs for smoking cessation assistance, and barriers and facilitators

to smoking cessation within an Australian context.

2. METHODS
2.1. RESEARCH DESIGN

A stakeholder group, including smoking cessation experts, MS advocates and MS clinicians,
informed the design of the study. The semi-structured interview guide (Appendix 1) was
designed by members of the research team (CHM, LBG, RB, RdN, SW) and stakeholder group
based on literature review (Marck et al., 2019a), expertise, previously developed qualitative
interviews (unpublished) and clinical experience. The interview guide was refined iteratively
with members of the research team and stakeholders. We consulted and used the
Consolidated Criteria for Reporting Qualitative Research (COREQ) (Tong et al., 2007). Ethics
Approval was obtained through the University of Melbourne Human Research Ethics

Committee (Ethics ID 1954916.1).



2.2. RESEARCH TEAM AND REFLEXIVITY
Interviews were conducted by one of the researchers (AH) with relevant experience in
gualitative research. There was no established relationship between the interviewer and any
of the participants, and the interviewer had little prior knowledge about, or personal interest in
the topic prior to starting the interviews. Some of the authors were previous smokers, none

were current smokers; and one of the authors has a diagnosis of MS.

2.3. PARTICIPANT RECRUITMENT
Participants were eligible if they had a diagnosis of MS, lived in Australia, and were current
cigarette smokers (smoking at least once weekly) or had given up smoking in the last two
years. Participants were recruited between September 2019 and January 2020 through online
social media (Facebook, Twitter), newsletters and websites of MS organisations (Australian
MS Longitudinal Study, MS Research Australia, MS Australia, MStrials.org.au). Participants
contacted the researcher if they had seen the recruitment advertisement and provided consent
before interviews commenced. Participant recruitment ceased when data saturation had been
reached (Francis et al., 2010; Saunders et al., 2018). This judgement was made by the
interviewer (AH) who was concurrently analysing the data while the interviews were

proceeding, in consultation with other authors (CM, LG).

2.4. DATA COLLECTION
Semi-structured interviews lasted 30-60 minutes. We collected demographic characteristics
and ascertained participants’ level of disability using the Patient Determined Disease Steps
(PDDS)(Learmonth et al., 2013). On this scale, 0-2 is low level disability indicating no sensory
symptoms and low impacts on everyday life. Moderate (3-5) indicates early impairment of gait
including use of canes and symptoms that limit daily activities. Severe (6-8) signifies severe
symptoms requiring two canes or a wheelchair and extends to being bedridden (8). Probing

guestions and some conversational interchange was undertaken during the



interview. Interviews were audio recorded and transcribed verbatim by a professional

transcription agency, and were not returned to participants for further comment.

2.5. DATA ANALYSIS
The interviewer and another author used NVivo (12 plus) to code data for framework analysis
(Houghton et al., 2017), which combines the use of a priori assumptions and the desire to
answer specific questions with the capacity to include emergent themes from the data
(Kiernan and Hill, 2018; Srivastava and Thomson, 2009). Patterns in the data were identified,
analysed and categorised into themes and using the framework model into a succession of
sub-themes (Ritchie et al., 2003). Further refinement of these themes, and the development
of recommendations, occurred in dialogue with the other researchers and the stakeholder
group. Quotes provided below include information about whether the participant was at the
time of interview a smoker (S), non-smoker (NS), and their level of disability (mild, moderate,
severe). We used a reporting scale which gives some indication of the proportion of the sample
who fell into specific categories. A few = less than 25%, some = 25-39%, half = 40-60%, many
= 61-75% and most =>75% (Maxwell, 2010; Neale et al., 2014). Given this is a qualitative
research study, we caution against any attempt to infer that the noted proportions are

indicative of prevalence outside of this sample.

3. RESULTS

3.1. PARTICIPANT DEMOGRAPHICS
We were contacted by 33 potential participants, resulting in 25 participant interviews (see
Table 1). Of the eight people not included, three chose not to participate, two had stopped
smoking more than two years ago, two made contact following recruitment completion, and
one was not a weekly cigarette smoker. Ten saw their neurologists privately, 13 in public

hospital MS clinics and two in general neurology clinics.



Table 1. Demographic and clinical characteristics of participants

Demographic and clinical variables Number
Gender Men 9
Women 16
Agein years 30-39 11
40-49 7
50-59 6
60-69 0
70-79 1
Employment Not employed 10
Employed part or full time 15
State of residence Victoria 7
New South Whales 7
South Australia 3
Queensland 2
Western Australia 5
Tasmania 1
Remoteness Urban 16
Regional 7
Remote 2
Age at diagnosis 20-29 6
30-39 9
40-49 8
50-59 2
Type of MS Secondary Progressive 2
Primary Progressive 3
Relapsing Remitting 20




Level of disability None/mild 4
Moderate 16
Severe 5

Smoking Habits Current smoker 20
Quit in last 2 years 5

Duration of smoking 7-50 years (median 19 years)

3.2. SMOKING HABITS
Of the current smokers, half smoked (or had smoked) between 20-40 cigarettes each day.
Some smoked between 10 and 20 cigarettes a day, and some reported smoking less than 10
cigarettes per day. All but two participants smoked daily; one smoked marijuana and tobacco
two or three times a week and had smoked tobacco without marijuana as well; their responses
regarding marijuana use were not analysed. Participants would sometimes describe variable
smoking levels depending on work, stress levels, severity of symptoms such as pain, or if they
were “having a bad day”. All participants reported attempting to quit at some point, many had
tried to quit multiple times. Most of the 20 current smokers wanted to quit; only one participant
said they currently did not plan to stop smoking, and two participants were unclear or

ambivalent when asked whether they planned to stop smoking in the future.

3.3. MOTIVATION TO CONTINUE SMOKING
Participants’ reasons for smoking included stress relief, social pressure, as a distraction and
a way of having some time out, something to do when they were isolated, unable to work or
when their mood was low. More specific to MS was the belief that smoking maintained some
sense of normality and identity in the face of the many losses associated with MS (Text box
1). When initially asked, most indicated they couldn’t see any benefits of smoking. However,
some subsequently mentioned perceived benefits on symptoms like pain or spasticity, which

they believed would increase when cutting down smoking or that smoking (or the nicotine)
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helped with mobility. Smoking was linked with feelings of anxiety related to MS and health
more generally. Some reported that knowing the impact of smoking on MS was stress-

inducing, further increasing feelings of anxiety and increasing subsequent smoking.

Text box 1. Motivation to continue smoking

“‘MS, it's taken away my career, my ability to have children, my driver’s license... It's just
taken everything away from me, and that’s the one thing | feel I've got left is just my

smoking, and I’'m not going to let it take that away from me.” (Interview 11 S PDDS severe)

“I don’t, well there's really zero benefits, like | can fool myself and say it helps with my brain
fog, with my cognitive issues. Because the nicotine does stimulate your brain a little bit.
Strangely enough when | get up in the morning with my spasticity | don’t walk very well,
and | sit down and have a cigarette and | get up and walk alright. So | don't know what that
is, if that’s just something being triggered in my brain.” (Interview 13 S PDSS moderate)

“And | strongly, | don't know whether it was a placebo or whether it was real, but | think it
helped my pain... at the time | didn’t know it was MS pain, but it was kind of like instead of
turning to alcohol or — I didn’t really like taking strong medication, so | would, | sort of used
that — and yeah | don't know if it was mental or if it was real.” (Interview 9 NS PDDS

moderate)

“And I'm finding since my diagnosis I’'m smoking more now than what | probably smoked
in the last 10 years, and the stress of knowing that smoking impacts my MS increases my

anxiety which seems to make me smoke more.” (Interview 17 S PDDS moderate).

“l would sit and think every single puff that I'm having is just damaging my MS more, it's —
and | was sitting there and | was going to bed crying of a night time, I'm just killing myself,
and | have little children, and I'd just cry myself to sleep like I've got to stop, I've got to stop,

I'm just killing myself”. (Interview 10 S PDDS severe)

3.4. BARRIERS AND FACILITATORS TO SMOKING CESSATION
Participants described their struggles to stop smoking, which most understood to be an

addiction, and also described the immediacy of their need for nicotine. The influence of family,
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and close friends on smoking was an important component of continued smoking. Motivators
to quit included families (pregnancy, children and partners), the cost of cigarettes, the effect
on MS symptoms, chronic lung disease, and other health issues associated with smoking,
including its effects on sexual function. Quitting was associated with stress and anxiety.
Participants feared the negative effects of quitting on mood and relationships. Specific
mentions were made about the effects that quitting and associated stress may have on MS

symptoms and a potential relapse (Text box 2).

Text box 2. Barriers and facilitators to smoking cessation

“It really affected my walking, and | felt like every time | had a cigarette it was, it flared up

my symptoms” (Interview 27 NS PDDS moderate)

“...as soon as | was diagnosed | was like that’s it, | have to quit, otherwise I'll end up in a

wheelchair and it'll be my own fault” (Interview 9 NS PDDS moderate)

“I've weighed up the pros and cons of smoking and not smoking, and for my mental health
I've chosen to continue to smoke, rather than give up and — because | just think | would
become too sad if | gave up, too depressed if | gave up. | don’t think | could do it mentally,
I honestly don’t think | could.” (Interview 11 S PDSS severe)

“I've dramatically cut back on my smoking, but yet the last 3 nights my pain in my legs has

been more intense than normal.” (Interview 10 S PDDS severe)

“I quite often go 3 or 4 days without a cigarette, | do get a bit moody and a bit cloudy in the
brain and perhaps even a little bit depressed you know... they're probably the part that

drive me back towards the cigarettes...” (Interview 13 S PDDS moderate)

“I know that it'll also have an effect on my parenting, | know, | am absolutely terrified that
that stress bubble of craving a cigarette ignites a relapse and I'm just, | have no idea what
| would do, | have no plan, | have no support, like where would my child go, how would |

take care of him. It actually gives me anxiety thinking about it.” (Interview 4 S PDDS mild)
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3.5. THE KNOWLEDGE GAP
Participants had varying levels of knowledge about how smoking affected the course of MS
(Text box 3). Although all knew they should quit for their general health (“everyone knows it’s
bad for you”), most participants knew very little about how, how much, and why smoking might
affect their MS. Many participants reported that they had been told little more than “smoking
and MS don’t mix” or “you just have to stop” by their neurologists. Some participants
understood that smoking may impact on their MS progression, but were unclear whether it
was the tobacco, the nicotine or other substances that were harmful. Some participants said

that more knowledge would increase their motivation to quit.

Some participants had found information about the MS-specific impacts of smoking through
MS associations, MS support groups or via social media, but were not sure of its reliability.
Most of the participants indicated they did not have enough information about the MS-specific
impact of smoking and many said they would like more information including written resources,
and in-depth supportive conversations with their neurologist or MS nurse. Some wanted
information about whether smoking cessation medications were contraindicated, or interact
with, their MS medications. Indeed, several participants asked the interviewer for specific

information about the impacts of smoking on MS.
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Text box 3. The knowledge gap

“The effects on my MS | would probably know less about than | do the effect on say my
lungs or my respiratory system, | think because forever we’re told cigarettes, you know

smoking causes cancer and you die.” (Interview 15 S PDDS mild)

“I have not been told anything in 7 years, 8 years about smoking and MS.” (Interview 2 NS
PDDS moderate)

“You know I've been told by the doctors and all that sort of stuff to give up smoking for
general health and all that, but never really specifically for MS”. (Interview 11 S PDDS
severe)

“I'm sure at the time of my diagnosis if they had’ve told me the very best thing | could do
for my MS would be to stop smoking and there was stuff in place to give me guidance with
that or counselling with that, I'm sure that would’ve helped, I'm sure 20 years ago | would’ve

given up.” (Interview 13 S PDDS moderate)

" | know that there's a medication that you can take now it's called Champix. | don't know if
that’s contraindicated with people with MS or not."” (Interview 4 S PDDS Mild)

3.6. SUPPORT FOR QUITTING
Most participants knew about a range of quitting supports and most had used these in the
past. Therapeutic support considered useful from previous attempts at quitting included
nicotine replacement therapies (NRTS), smoking cessation drugs (varenicline and bupropion),
hypnosis, cold turkey, 12 step programs, and phone apps (that provided motivation and sent
encouraging messages). Many reported side-effects from smoking cessation drugs. Many
participants knew about Quitline, Australia’s population-level multi-session behavioural
intervention service, and some had used it and found it useful at that time. However,
participants indicated there was a lack of MS-specific resources or knowledge, and some were
under the impression that support came mostly in the form of text messages rather than
conversations (the latter was preferred). Some participants expressed a preference for quitting

messages to be delivered by people with MS knowledge (Text box 4).
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Plans for future quitting attempts included discussions with a GP, counselling support, NRTSs,
and unassisted (“cold turkey”) attempts. Counselling was found helpful with both the quitting
process and with support for the uncertainties associated with MS as a disease. Several

participants wanted more intensive support to help them quit.

Text box 4. The knowledge of support for quitting

“I need to sort of like see the anatomy and physiology, or the clinical aspects of the link of
smoking to MS. | can’t just look at, go to the Quitline and look at this generic version of well

this is how smoking affects you...” (Interview 30 S PDDS moderate)

“To break the habit | think they’d need to discuss it with me frequently. | need somebody to
hold me accountable because clearly I'm not strong enough to be accountable myself. And
| also need to know that if | start feeling altered sensations or something else, that it is a
case of getting the nicotine out of my body and not a case of this means a relapse. So |
need that added security, and it's probably the one thing that’s holding me back, is not
feeling like I've got it.” (Interview 4 S PDDS mild)

3.7. COMMUNICATIONS WITH CLINICIANS ABOUT SMOKING
Participants were hesitant, ambivalent and sometimes in denial about discussing smoking with
clinicians, expressing varying degrees of comfort about speaking to neurologists, MS nurses
and GPs (Text box 5). Some participants said they would discuss smoking with a particular
clinician, but never brought it up themselves; some because they knew they would get told to
quit or they preferred not to know the facts. While some indicated they wanted to discuss it
with their MS clinician specifically, others thought it was not a priority discussion topic for time-
poor neurologists. Some participants said they were asked about their smoking by their MS
clinician, but this was not followed with information or advice, nor follow-up after a quitting
attempt. Others reported that the relationship with their neurologist was not conducive to

having conversations about smoking.
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Participants consulted their GPs more often than their MS clinicians, and many indicated they
would comfortably have smoking cessation discussions with them. Some participants reported
their GPs had guided them through successes and failures in quitting and continued to support
them and refer them to counsellors, quit programs, cognitive behavioural therapy (CBT) and

other supports in their attempts to quit.
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“....they don’t ask so | don’t tell” (Interview 23 S PDDS moderate)

“No, I know that that information is out there, | know that it's negative and I've chosen to stay
ignorant, deliberately chosen to stay ignorant. | know that that’s not the best option, but for coping

purposes I've just made the decision not to learn” (Interview 4 S PDDS mild)

“...there's only so many times we can be told exactly the same thing, we tend to gloss over it |
suppose and become a bit blasé about it, I'll do it when I'm ready. And so | guess that’s probably
why | wouldn'’t raise it with (the neurologist) so much. And there's also a bit of fear to be told that

you're really doing yourself some damage and making this worse.” (Interview 15 NS PDDS mild)

“Probably not but | may have been told more if | was open and transparent about how much |
actually smoked, that may have been higher on my neuro’s radar, if she knew that | was on them

again every day.” (Interview 15 S PDDS mild)

“l think it holds a lot of weight when it comes from the neurologist, because they are experts in
their field, obviously MS nurses are experts in their field as well, but | think both yeah, both. It

needs to be reinforced from every angle...” (Interview 14 NS PDDS moderate).

“I think one of them at one point said well that needs to stop, and just kept and moved on. But
never a big conversation about it, no... | don’t really know if it's up to the neurologist, because

their time is precious... (Interview 9 S PDDS moderate)

“Although, no, no my neurologist has never asked me if | smoke. My MS nurse | said to them you
know | smoke, | need to stop smoking, how am | going to stop smoking. And their response to
me was: do as | say not as | do, so they must be a smoker, and they said just you need to just
put it in your long term list of things to do, they said, do not try and stop smoking now.” (Interview
17 S PDDS moderate)

“Not very comfortable at all. My neurologist doesn’t really see you as a person, you're just a
number for him... | don’t think he actually cares what's going to go on” (Interview 1 NS PDDS
mild).

“He (the GP) sure did yeah, yeah, there was no judgement in it, it was good on you, let's do this.

And | really felt like | had someone on my side” (Interview 15 NS PDDS mild)

Text box 5. Communications with clinicians about smoking
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3.8. WHEN AND IF TO DISCUSS SMOKING CESSATION WITH MS CLINICIANS
Some participants said more regular discussions about smoking would be welcome if they
were supportive and informative and if they led to active support for smoking cessation
including follow-up, referrals and prescribing. By contrast when asked how they would feel if
clinicians never asked about smoking about half the participants said they would not mind,
whereas the other half felt it was a sign of indifference or even disregard. One person said
she was discouraged from quitting by her MS nurse. Some participants thought at the time of
diagnosis, when they were most motivated to make changes, was the best time to discuss

smoking cessation, whereas others thought this may be overwhelming (Text box 6).
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Text box 6. When and if to discuss smoking cessation with MS clinicians

“that would'’ve been a good wake up call for me at diagnosis, and that’s when | was sort of
changing my life, or my life had changed, that would’ve been the ideal time to have the
support then to stop smoking. Better information and better support and you know a bit of

coaching would’ve been good at that time.” (Interview 13 S PDDS moderate)

“After they’ve got over the shock of diagnosis, certainly not at diagnosis because it's such
a shock when you get told that you've been diagnosed with the disease, | think the last
thing you'd want, if you're a smoker, hard core smoker, the last thing you'd want to hear is

now you need to give up smoking” (Interview 11 S PDDS severe)

“l think it needs to be done when you're diagnosed, but | certainly think it needs to be
followed up, because you’ve got so much going on when you're diagnosed..., yeah, every

6 months and keep going for a couple of years I'd say” (Interview 18 S PDDS moderate)

“if they were doing it in a bullying way, | wouldn’t like it at all. But if they were being
supportive and gentle about it, | would think thank you you’ve got my best interests at heart,

| appreciate that” (Interview 11 S PDDS severe)

"I would think it would be very remiss, and | would question, | would question their
professionalism, because | think it's a very important question to ask, as much as | dread

the question." (Interview 11 S PDDS severe)

“l would just assume that they wouldn’t care. Or that it wasn't a problem, or that it wasn'’t
bad for me, or that you know it's not part of the bigger picture, it would basically dismiss

any obligation | guess of having to be accountable for it.” (Interview 4 S PDSS mild)

4. DISCUSSION

Many of the ways that participants described their experiences with smoking, their difficulty in
their attempts at quitting were very similar to the experiences of other groups of smokers
(Buczkowski et al., 2014; Campbell et al., 2018; Twyman et al., 2014). Our results, with a

particular focus on MS-related barriers to smoking cessation provides novel evidence that
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developing strategies to address MS-specific barriers may improve quit attempts and smoking

cessation outcomes.

Many participants felt their information and support needs were not met when it came to
smoking cessation, in particular the lack of information about the impact of smoking or quitting
on health, assistance, referral, or follow-up was noted. Worsening of symptoms of anxiety and
depression, and the flow-on effects on relationships and potential MS relapses were a concern
for many participants relating to quitting smoking. People with MS already experience higher
levels of anxiety and depression and other psychiatric disorders compared to the broader
population (Marrie et al., 2015; Wood et al., 2013). People with mental health difficulties have
been found to experience similar barriers (Kerr et al., 2013), and support with mood symptoms
might facilitate quitting (Weinberger et al., 2017). Other barriers included difficulties in
accessing accurate information or advice about the effects of smoking, as well as quitting and
nicotine withdrawal on MS symptoms and relapses, and concerns about the interactions
between quitting medications and MS medications. Perceived ineffectiveness and/or side
effects of NRTs; and conflation of the harms of tobacco and nicotine products has been
previously reported, for example in people with HIV (Pacek et al., 2021). While there is no
evidence to suggest there are interactions between cessation medication and common MS
medications, there is evidence that smoking interferes with some MS medication efficacy
(Petersen et al., 2018a; Petersen et al., 2018b). That none of the participants mentioned this
possibility, and the general lack of awareness of the harms of smoking for MS, indicates an
important knowledge gap, in line with a previous report (Headstrong Thinking Limited, 2018).
Other research with people with chronic illness such as rheumatoid arthritis (Aimer et al., 2015)
and diabetes (Georges et al., 2019) report similar knowledge gaps and needs for specific

disease-related cessation support.

Most participants reported they had been asked about smoking by MS clinicians, but perhaps

only once, and were simply told to quit, without further information about the impact of smoking
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or quitting on health, assistance, referral, or follow-up. Indeed, assessing smoking status
without providing advice or support might suppress quitting (U.S. Department of Health and
Human Services, 2020). Inadequate smoking cessation care has been reported previously in
studies with other priority populations, e.g. pregnant women (Campbell et al., 2018) including
Australian Indigenous women (Rahman et al., 2021), and people with chronic illness (Georges
et al., 2019; Kerr et al., 2013). Salient ‘information about health consequences’ is an essential
ingredient of successful interventions for other groups (Campbell et al., 2018). Many of our
participants wanted this information, however, others indicated this knowledge increased their
feelings of guilt and anxiety. Indeed, this ambivalence between wanting more information and
support to quit, but simultaneously avoiding the conversation has been previously reported in
people with other chronic illness (Gritz et al., 2006; Pacek et al., 2021). Strengths-based
approaches should be focussed on instead (Gritz et al., 2006; Rahman et al., 2021), including
the individual motivations of participants to quit, the benefits of quitting, and building on support

from family and friends as well as others in the MS community who have successfully quit.

Participants noted that smoking cessation was not a priority in neurology consultations for
them or for neurologists. While a trusted GP may be better placed in terms of access and time,
extra weight would be given to smoking cessation advice coming from neurologists or other
MS clinicians who may be able to offer MS-specific information. Some participants highlighted
the need for continued encouragement and support from “all angles”. Indeed, there does not
seem to be a “one size fits all” approach. Our findings suggest that a multi-pronged, long-term
and person-centred approach, including respectful and informative conversations and brief
interventions with clinicians would be a helpful impetus to continued quit attempts (Aveyard et
al., 2012; Stead et al., 2013). Some patrticipants in this study indicated the time of diagnosis
is a “teachable moment” (McBride et al., 2003), where people are highly motivated to change
health behaviours, while others thought it would be too overwhelming to try to quit at such a
stressful time. Nevertheless, most evidence suggests that quitting as soon as possible after a

diagnosis of chronic illness, including MS, diabetes and cardiovascular disease, is likely to
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yield greater benefits for the natural history of the illness (Royal College of Physicians, 2018).
Participants were generally hesitant to report taking up smoking again after a quit attempt,
highlighting the importance of ongoing supportive and non-judgemental conversations

clinicians and people who report they have quit (but might have relapsed).

4.1. IMPLICATIONS FOR CLINICAL PRACTICE

Our results suggest that there is a lack of focus on best-practice smoking cessation promotion
in MS care, which urgently needs more action. More specifically, clinicians should ask people
with MS about smoking, tell them about the impacts of smoking on people with MS, encourage
them strongly to quit and the best way to try quitting, and refer them to evidence-based
cessation services. If appropriate, they could also provide or facilitate access to smoking
cessation medications and refer back to the GP for ongoing management. MS clinicians are
unlikely to have the skills, knowledge, or time to provide multi-session behavioural intervention
that supports the actual process of quitting. Currently, it is unclear the extent to which smoking
cessation services are aware of and able to help manage the additional MS-specific barriers
to quitting successfully; a gap-analysis is needed. However, this lack of knowledge should not

prevent action.

Concurrent with implementing routine provision of brief advice in MS care, a coordinated effort
between MS researchers, practitioners, consumer advocates and behavioural intervention
services is required to ensure counsellors are trained to provide appropriate information and
support to encourage smoking cessation in people with MS. Based on our findings, and
experience and expertise of our research team and stakeholder group, relevant literature
including the recommendations of internationally recognised clinical guidelines, produced by
the US Preventive Services Task Force (US Preventive Services Task Force, 2021) and the
UK National Institute of Health & Clinical Care Excellence (National Institute for Health and

Care Excellence, 2018), the development of the resources specified in Table 2 may be
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considered to improve smoking cessation support for people with MS in the medium to long
term. The delivery of salient brief advice is recognised as international best practice smoking
cessation care (National Institute for Health and Care Excellence, 2018; US Preventive
Services Task Force, 2021). Materials to support health education and literacy for consumers
and health professionals and to ensure appropriate psychoeducation is provided during
behavioural interventions were identified as current gaps by the stakeholders. Pathways
between MS and cessation services were identified as an opportunity to support continuity of

care.

Table 2. Recommendations and proposed resources to support clinician practice

Recommendations for resource development Target audience

1. Guidance and training to deliver best-practice salient brief advice MS clinicians
for smoking cessation; ideally for use at initial consultation and

once-yearly there-after.

2. Evidence-based resources that provide information on: People with MS
e the effect of smoking and passive smoking on MS disease Carers and family
progression MS clinicians

¢ the benefits of quitting for MS and general health

e potential side-effects of nicotine withdrawal and cessation
medication (so these are not misinterpreted as worsening of MS
symptoms or a relapse)

e medication interactions with smoking cessation medications

e availability and effectiveness of multi-session behavioural
intervention (to maximise engagement by people with MS)

e success stories from a diverse range of people with MS who quit
smoking

¢ links to smoking cessation tools, resources, and calculators
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3. Cross-referral pathways between the smoking cessation service MS clinicians and
and other MS-specific services should be developed to ensure services
appropriate and comprehensive support is provided to people with  Behavioural
MS. intervention

e Symptoms of pain, anxiety and depression are prevalent for counsellors
people with MS and could be compounded by smoking cessation
attempts. Symptom management may need to be increased when
quitting.

¢ Counselling may assist those who are fearful that quitting-related
stress may induce a relapse.

e Extra support for people with cognitive impairment, such as
problems with impulse control or those who may have difficulties in
retaining information, which may require provision of detailed
written information, one-on-one behaviour change strategy

development, longer or higher intensity follow-up services.

4. Development of MS specific information and educational Behavioural
resources that address MS-specific information and support needs intervention

counsellors

4.2. STRENGTHS AND LIMITATIONS
There is debate about the extent to which social desirability bias may influence results in
studies about smoking habits (Luepker et al., 1989; Moskowitz, 2004). We aimed to mitigate
this through use of telephone interviews in an effort to reduce shame and stigma felt by
smokers, which may have enabled more fulsome and honest responses (Bell et al., 2010).
There were advantages in discussing the topic of smoking on the phone in that it allowed
interviewees relative anonymity and it enabled interviews with people with MS living outside

of urban centres, with limited mobility and thus a more widely spread sample. Consistent with
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the aims of qualitative research to gain in-depth information about a topic and coupled with
our recruitment methods (social media and email newsletters), our study sample should not
be considered representative of all people with MS in Australia. For example, while our
participants ranged in age, level of disability and disease duration; most were aged below 50
years, whereas a recent study using a large dataset of people with MS in Australia reported
that most participants were aged over 50 years (Marck et al., 2020). The transferability of
these results must therefore be treated with caution, also given the small number of
participants. Our findings should be confirmed by larger scale quantitative research, as well
as studies in other countries where the healthcare system, tobacco control policies, and
cultural values may differ. Larger studies on this topic are warranted and should investigate
the role of demographic factors, level of disability, nicotine dependence, and other potential
confounders on perceptions and attitudes regarding smoking and cessation supports, as well
as the role of e-cigarettes. Finally, population level tobacco control measures and social
determinants of health are likely influencing smoking and cessation attitudes and behaviours,

which should be taken into account.

5. CONCLUSIONS

Our findings, from people with MS in Australia, indicate that information and support needs for
smoking cessation are not being met. Generally, participants had a poor understanding of how
smoking or quitting might affect their MS symptoms, MS medications, the course of their
disease and its long-term outcomes. Despite a reluctance to raise the subject of smoking with
their MS healthcare providers, the majority of participants would be accepting of repeated
enquiry, evidence-based information, and offers of support for cessation assistance; provided
it was delivered in a collaborative, rather than authoritative, manner. Based on our findings,
we provide preliminary recommendations to improve integration of, and access to, information
and smoking cessations services for people with MS in the medium to long term, as well as
advice for MS clinicians on what actions can be undertaken in the short term. Our findings

require confirmation in a larger sample, but indicate that MS specific smoking cessation
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supports that address identified barriers are urgently needed to improve quitting success

among people with MS.
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