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ORIGINAL ARTICLE

Meeting the mental health needs of people with multiple sclerosis: a qualitative
study of patients and professionals

Abigail Methleya,b, Stephen Campbellc, Sudeh Cheraghi-Sohic and Carolyn Chew-Grahamd

aSection for Clinical and Health Psychology, School of Psychological Sciences, University of Manchester, Manchester, UK; bManchester Mental
Health and Social Care Trust, NHS, Manchester, UK; cNIHR Greater Manchester Primary Care Patient Safety Translational Research Centre, Institute
of Population Health, University of Manchester, Manchester, UK; dPrimary Care and Health Sciences, Keele University, Keele, UK

ABSTRACT
Purpose: To explore perspectives and experiences of people with multiple sclerosis (MS) and health care
professionals of mental health support for MS in the UK.
Method: 24 people with MS, 13 practice nurses, 12 general practitioners (GPs) and 9 MS specialist nurses
were recruited through community groups and primary care practices across North West England. Semi-
structured interviews were conducted, and data analyzed thematically using constant comparative analysis
within and across the data sets. The theoretical framework of candidacy was used to interrogate data.
Results: Four themes were identified: candidates for care, management choices, defining roles, and perme-
ability and responsiveness.
Discussion: Candidacy for care, and symptom management, depended on the framing of symptoms
through a social or medical model of depression. Normalizing symptoms could prevent help-seeking by
patients. Reported referral behavior varied by professional group, based on perceived remit, competency
and training needs. GPs were perceived by patients and other professionals as central for management of
mental health needs in MS, but may not perceive this role themselves, suggesting a need for increased
knowledge, training, and improved access to specialist care.

! IMPLICATIONS FOR REHABILITATION

! Anxiety and depression are common in people with MS
! Management of mental health needs in people with MS relies on complex decisions made by both

people with MS and health care professionals
! General practitioners may play a key role in the ongoing management of mental health needs of peo-

ple with MS
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Introduction

Multiple sclerosis (MS) is a neurological condition in which the
nerves in the brain and spinal cord are attacked by the body’s
immune system.[1] Damage caused by lesions can occur anywhere
in the central nervous system, resulting in a wide variety of symp-
toms, of which incidence and presentation varies by individual.
Symptoms may include visual and mobility impairment, paralysis,
spasms, pain, incontinence and cognitive dysfunction.[2] MS pri-
marily affects young adults (between 20 and 40 years;[1]), a
younger age of onset than many chronic conditions. The esti-
mated prevalence of MS is 285.8/100 000 women and 113.1/
100 000 men in the UK.[3] A general practice with a list size of
5000 could expect 17 women and six men with MS on their prac-
tice list.

The etiology of MS is unknown, and diagnosis can be difficult,
meaning that accurately predicting progression and outcome in
individual patients is problematic, (although increasing and pro-
gressive disability is common).[1] Variation in the type and severity
of symptoms within multiple subtypes of MS, may result in com-
plex and difficult condition management. Uncertainty is associated

with emotional distress during diagnosis, relapse and disability
progression.[4–6]

Anxiety and depression are common in patients with long-term
conditions [7,8] including MS. Major depressive disorder (50%
prevalence in community and tertiary care samples;[9]) and clinic-
ally significant anxiety (35.7% prevalence;[10]) are common, and
still these figures may be higher for subclinical symptoms.

In UK, most people with anxiety and depression are managed
in primary care,[11,12,8] with increased availability of services
since the 2008 due to investment in Improving Access to
Psychological Therapies (IAPT) services. Clinical guidelines for MS
[13] suggest that primary care should play a key role for man-
agement of people with MS (PwMS), In a UK sample of PwMS
(n¼ 495,[14]), the majority of individuals who consulted their GP
for depression were managed within primary care, with few
referrals to psychological or psychiatric services (potentially due
to system factors such as referral criteria and availability of com-
missioned services;[12,8]). This study highlights the key role for
primary care services in the management of mental health (MH)
for PwMS. The quantitative design of this study means that it is
not possible to ascertain influences on help-seeking behavior,
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factors impacting on professional referral decisions or patient
and professional experiences of primary care based MH
management.

Two recent systematic reviews investigating experiences of
health care services for MS identified a deficit of studies investigat-
ing experiences of support for MH symptoms.[15,16] Although
international literature has qualitatively investigated experiences of
MH care for MS [17–19] cultural and structural factors (e.g. financial
barriers) prevent translation of these findings to a UK health care
setting.

Given the high prevalence and detrimental impact of comorbid
anxiety and depression in this physical health condition there is a
need for research to focus on MH care for MS in a UK health care
setting, from the perspective of both professionals and patients.
This paper will qualitatively explore perceptions of the availability
and acceptability of services, and any discordance in experiences
or priorities between professionals and patients.

Methods

This qualitative study, utilizing semi-structured interviews, was con-
ducted in North West England.

Ethical approval was granted by the local Research Ethics
Committee (REC: 12/NW/0385).

Data collection

A service-user consultant with MS was involved at all stages of the
project. Health professionals in four primary care trusts (commis-
sioning bodies before clinical commissioning groups were estab-
lished in 2013) and one foundation (hospital) trust participated in
the study. Health professionals were recruited through professional
networks and direct contact. PwMS were recruited through GP
practices, MS charities, online MS forums and community recruit-
ment materials e.g. posters displayed in shops.

Participant’s preference dictated the data collection location
(telephone interviews or face to face interviews in participants’
homes, work place, a university building, or a private quiet
space within a public area (e.g. an MS society group). AM con-
ducted semi-structured interviews between October 2012 and
September 2013 (PwMS) and October 2013 and April 2014
(health professionals). Interviews lasted 23–150 min for PwMS
and 19–53 min for health professionals. All participants provided
written consent, and all interviews were recorded (excepting
three professionals who did not provide consent for digital-
recording, so contemporaneous notes were taken by AM), and
transcribed verbatim. Table 1 presents the topic guides which
were inductively modified in the light of emerging themes, to
investigate topics identified as recurrently important by early
participants, including specific encounters with GPs and specialist
care services (PwMS) and training needs (health care professio-
nals). Field notes were recorded to incorporate context into
analysis.[20]

Participants

24 PwMS, 13 practice nurses (PNs), 12 general practitioners (GPs)
and 9 MS specialist nurses (SNs) participated in this study.
Maximum variation sampling [21] focused on characteristics that
have been noted to affect experiences of receiving or providing
health care in previous literature. For PwMS these included age,
gender, ethnicity (23 were White British, 1 was Iranian), subtype of
MS, and level of MS disability (demographic and clinical informa-
tion is presented in Table 2, clinical information is presented in
Table 3).

For professionals, these included time since qualification, teach-
ing/training status of practice, gender and age (demographic infor-
mation is presented in Tables 4 and 5).

Participants were sought who represented deviant or discon-
firming cases.[22] These cases were used to test and refine devised
categories and themes by illuminating limitations and boundaries
(e.g. people who had disengaged from health care services or
were not members of an MS society). This gave a richer insight to
the limitations of themes and analysis and allowed exploration of
alternative interpretations.[23] Snowball sampling [24] recruited
men with MS, and people with progressive MS, who may not com-
monly respond to community recruitment strategies. Data collec-
tion was stopped upon achievement of data saturation, where no
information was generated to change or add to existing
themes.[25]

Data analysis

A constant comparison approach was used.[26,27] Transcripts were
read multiple times whilst listening to the audio-recording to
ensure familiarity with the data. A code was defined as a word or
phrase characterizing the crux of a segment of data relevant to
the research question.[28] Codes were derived from the data (a
posteri) not imposed upon it a priori. During this process, initial
codes were made through open coding which was primarily
descriptive (including in vivo quotes), with analytical codes where
possible.[29] Upon completion of open coding, selective coding
became more focused on the key research question (experiences
of MH care),[29] suggesting potential further sampling needs.
Codes were compared both within and across participants,[27]
aiming to conceptualize codes into a higher, more encompassing
category.[30] This constant comparison allowed the identification
of categories and themes across an entire dataset, comprising
both health care professionals and people with chronic conditions,
as demonstrated previously in health services research with both
patient and professional samples.[31] However, unlike grounded
theory this stopped short of creating a novel theory, as the focus
of the research was not to create and test new robust theories but
to investigate participants’ experiences. Contemporaneous data
collection and analysis were used.[30]

Theoretical perspective

Analysis comprised both an inductive and a deductive approach.
Early inductive constant comparison analysis highlighted that
access to mental health care was the overarching theme of the
emerging dataset. This incorporated a wide variety of elements of
access, including service barriers to access (e.g. waiting times)
through to more sociological constructs, such as the role of stigma
or lack of knowledge in preventing help-seeking (and thus influ-
encing access). It was therefore decided that (due to the concepts
inductively emerging from the data), access needed to be explored
in more detail (e.g. deductively, by sampling people with
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Table 1. Topic guides for people with MS and health care professionals.

Initial topic guide for people with MS covered:
! Experiences with health care services
! MH symptoms and coping methods

Initial topic guides for health care professionals covered:
! Experiences and perceptions of working with people with MS
! Any problems or challenges in caring for people with MS
! How people with MS present with MH issues such as depression
! How services may be improved
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Table 2. Clinical and demographic characteristics of people with MS.

Participant
number Gender Age (yrs) Type of MS

Time since
diagnosis (yrs) Disability Working Relationship Education

1 F 31–40 Relapsing-remitting 0–5 Fully ambulant FT Single Degree
2 F 51–60 Relapsing-remitting 21–30 Fully ambulant FT Married Postgraduate degree
3 F 61–70 Relapsing-remitting 6–10 Mobile with

crutches/stick
Retired Separated Professional qualification

4 F 61–70 Relapsing-remitting 11–20 Mobile with
crutches/stick

Retired Widowed 5 O levels

5 F 51–60 Secondary Progressive 21–30 Wheelchair user Retired Married NVQ
6 F 41–50 Relapsing-remitting 0–5 Mobile with

crutches/stick
FT Divorced NVQ

7 F 61–70 Relapsing-remitting 21–30 Mobile with
crutches/stick

Retired Married Degree

8 F 51–60 Relapsing-remitting 6–10 Fully ambulant FT Cohabiting NVQ
9 M 31–40 Severely Rapidly

Evolving MS
6–10 Mobile with

crutches/stick
Long-term sick

due to MS
Single Degree

10 F 51–60 Relapsing-remitting 11–20 Fully ambulant. Long-term sick
due to MS

Separated A Levels

11 M 51–60 Relapsing-remitting 11–20 Fully ambulant. FT Married No qualifications
12 M 61–70 Primary progressive 21–30 Mobile with

crutches/stick
PT Married Professional qualification

13 M 61–70 Secondary Progressive 31–40 Wheelchair user Retired Married A Levels
14 F 51–60 Primary progressive 11–20 Fully ambulant. Retired Divorced O levels
15 M 31–40 Relapsing-remitting 6–10 Fully ambulant. FT Married NVQ
16 F 41–50 Benign MS 0–5 Fully ambulant. FT Married 5þ O levels
17 F 31–40 Benign MS 6–10 Fully ambulant. PT Single Degree
18 F 51–60 Secondary Progressive Not provided Mobile with

crutches/stick
Long-term sick

due to MS
Married No qualifications

19 F 71–80 Secondary progressive 31–40 Wheelchair user Retired Married A Levels
20 F 41–50 Relapsing-remitting Not provided Fully ambulant. FT Married Degree
21 M 71–80 Secondary Progressive 31–40 Wheelchair user Retired Married O levels
22 F 61–70 Secondary Progressive Not provided Mobile with

crutches/stick
Retired Married O levels

23 F 61–70 Relapsing-remitting 21–30 Mobile with
crutches/stick

Retired Divorced No qualifications

24 F 51–60 Relapsing-remitting 6–10 Fully ambulant FT Married Postgraduate degree

Table 3. Demographic characteristics of general practitioners.

Participant
number Age (yrs) Gender Ethnicity

Time since
qualification (yrs)

Training
practice

Teaching
practice FT/PT Partner/salaried

1 51–60 F Other 21-30 Yes Yes PT Partner
2 31–40 F British Chinese <5 Yes Yes PT Salaried
3 21–30 F White British <5 No Yes PT Salaried
4 31–40 F White British 6-10 Yes Yes PT Partner
5 31–40 F White British 6-10 Yes Yes PT Salaried
6 21–30 F White British <5 No No PT Salaried
7 21–30 M White British <5 Yes Yes PT Trainee registrar
8 56–60 M British Asian 21-30 Yes Yes PT Other
9 31–40 M British Asian <5 Yes No PT Salaried
10 51–60 F White British 21-30 No Yes PT Partner
11 41–50 M White British 11-20 No Yes PT Partner
12 31–40 M Arab 6-10 Yes Yes FT Partner

Table 4. Demographic characteristics of practice nurses.

Participant
number Gender Age (yrs) Ethnicity

Time since
qualification (yrs)

Length of time as
practice nurse (yrs)

1 F 51–60 White British 21–30 11–20
2 F 41–50 White British 11–20 6–10
3 F 51–60 White British 31–40 11–20
4 F 41–50 White British 21–30 <5
5 F 41–50 White British 11–20 6–10
6 F 61–70 White British 31–40 <5
7 F 41–50 White British 21–30 11–20
8 F 51–60 White British 31–40 21–30
9 F 51–60 White British 31–40 21–30
10 F 51–60 White British 31–40 21–30
11 F 31–40 White British 11–20 <5
12 F 41–50 White British 21–30 11–20
13 F 31–40 White British 6–10 6–10

MEETING THE MENTAL HEALTH NEEDS OF PEOPLE WITH MS 3



disconfirming experiences of access and perceptions of eligibility
for services). The theoretical framework of candidacy [32] was
selected as it utilizes a multi-faceted conceptual approach to defin-
ing access and it demonstrated a strong fit with the emerging
data. This framework explains how use of health care services is
based on patient and professional identification of a patient as an
appropriate candidate for health care services, and explores experi-
ences of access to health care. It comprises seven stages, outlined
in greater detail in Figure 1. Candidacy provided a theoretical
framework including both individual and service factors relevant to
access, and thus was able to incorporate the experiences of
patients and professionals within the concepts identified from the
data.

Epistemology

The epistemological position taken was an interactionism
approach, including elements of phenomenology and social
constructionism, which allowed the linking of experiences and
meaning across three levels.[33, p(0).37]

The microlevel (such as self-awareness, individual action, and
interpersonal communication), mesolevel (such as hospitals and medical
education), and macrolevel (such as the nation’s health status, the
structure and political economy of the health care system, and national
health policy).

This epistemology allowed for a subjective interpretation of
co-constructed phenomenon (including interpretations of mental
health, access to services and experiences of interpersonal
interactions within services). The framework of candidacy
matched this epistemology by ‘‘recognising both the validity of
all knowledge and its co-construction and the operation of
symbolic power in relationships’’[34, p.3] thus incorporating the
roles of both professionals and people with MS acting within a
health care system and wider socio-political context and
influences.

Findings

Analysis of patient and professional datasets identified four inter-
related themes (demonstrated in Figure 2) explaining perceptions
of MH needs in MS: Candidates for care, management choices,
defining roles, and permeability and responsiveness.

385
386
387
388
389
390
391
392
393
394
395
396
397
398
399
400
401
402
403
404
405
406
407
408
409
410
411
412
413
414
415
416
417
418
419
420
421
422
423
424
425
426
427
428
429
430
431
432
433
434
435
436
437
438
439
440
441
442
443
444
445
446
447
448

449
450
451
452
453
454
455
456
457
458
459
460
461
462
463
464
465
466
467
468
469
470
471
472
473
474
475
476
477
478
479
480
481
482
483
484
485
486
487
488
489
490
491
492
493
494
495
496
497
498
499
500
501
502
503
504
505
506
507
508
509
510
511
512

Table 5. Demographic characteristics of specialist
nurses.

Gender
Female 8
Male 1

Age
31–40 1
41–50 4
51–60 4

Ethnicity
White British 9

Years qualified as a Nurse
11–20 2
21–30 4
30þ 3

Years working as a SN
<5 1
6–10 2
11–20 6

Figure 1. The theoretical framework of candidacy.

Figure 2. The central themes of patients’ and professionals’ perceptions of meet-
ing the psychological needs of people with MS.

4 A. METHLEY ET AL.



Candidates for care
Identifying whether an individual was an appropriate candidate for
MH services was not clear-cut. PwMS described how they experi-
enced low mood in relation to significant emotional, social and
physical changes within their life. They found it difficult to differ-
entiate whether low mood was caused by MS or by the results of
disability and of living with MS.

There was a period of depression because I was such an active person.
Really into my sport, worked full time, social life and everything in my
life changed at once after my diagnosis. I essentially had to quit my job,
split up with my partner, and move back in with my parents. So all the
factors that came at once would have had an impact. PwMS1, Female,
Relapsing-Remitting MS

The majority of SNs emphasized certain time points at which
patients were most likely to experience MH difficulties in relation
to physical symptoms, and all professionals discussed the impact
of relapses on MH wellbeing.

There’s an understandable element to certain parts of it; when they’re
just diagnosed you’d expect them to go through the gambit of
emotions. If they’ve not relapsed for quite a few years and they’ve
forgotten they’ve got MS, when they change from relapsing remitting to
a more progressive type and also when they, in their mind, have to
make life or death decisions with respect to the treatment. SN2

SNs and GPs commonly resist medicalising or pathologising
symptoms of low mood in PwMS, in favor of social explanations of
depression onset and maintenance e.g. relationship breakdowns or
the stigma attached to physical symptoms such as incontinence.
They frequently highlighted the complex interplay of MH and
physical wellbeing, in this potentially disabling and unpredictable
condition. This could lead to professionals not viewing patients as
candidates for care for MH symptoms if their symptoms were not
viewed as a discrete MH condition or of a severity requiring MH
support.

The majority of SNs referred to research suggesting depression
may be a consequence of specific brain pathology in MS or a
physiological reaction to disease modifying treatments (DMTs).
This suggested a potential contradiction to more social explana-
tions of depression onset.

A lot of them get very low in mood and we don’t know whether that’s
because they’ve been diagnosed with a long term condition or whether
it’s something in the brain, specifically with MS or one of the
medications they’re on. SN7

All professionals discussed the high levels of depression and
anxiety they regularly saw in people with chronic conditions, and
SNs particularly highlighted this in MS (‘‘up to 90% of my case-
load’’, SN7). In addition, all SNs and a minority of GPs discussed
this within the context of the UK’s current financial and socio-eco-
nomic climate, where financial and employment worries were
common.

Professionals expressed frustration and sadness over the diffi-
culties providing MH support when social, environmental and
financial factors were perceived as an obvious and understandable
cause of low mood.

When most of your patients are depressed, some have rubbish lives or
are down. At what point do you medicalise them or is it just something
that we should be trying to improve peoples’ lives and quality of life?
GP6

Health care professionals interpreted the phrase ‘‘mental health
needs of PwMS’’ differently; some discussed conditions such as
schizophrenia or bipolar that may require the care of a specialist
services, others discussed low mood that could be so mild or inter-
mittent as to not warrant intervention. The threshold at which
patients need referral for more intense support was not clearly

defined by any professional group. It appeared to be influenced
by professional’s confidence and experience in managing people
with MH problems.

SNs and GPs felt that, for some PwMS, the MH needs were
more pressing than their physical health needs, and that they did
not feel able to respond to these needs, and therefore the
emphasis of their care should be shifted to mental health services.

We’ve got a few patients with mental health issues which can often
overshadow the physical symptoms. I’m absolutely rubbish at mental
illness. I just haven’t got enough knowledge or insight, so I’m really out
of my comfort zone and completely out of my depth, so I find that
quite traumatizing actually. SN3

Most professionals reported their ability to manage potential
risk as a factor in identifying candidacy, requiring the support of
MH services to manage people whose MH problems were poten-
tially risky to themselves or others. Both SNs and PNs commonly
referred to opening a ‘‘can of worms’’ (SN2), whereby exploring an
individual’s MH problems revealed more than they had the time or
capability to manage without a quick and guaranteed referral to
MH services.

If we open that can of worms and we’ve got nothing to support them
with, are we actually doing them a favour? Yes, it’s ignoring them [MH
problems] in one sense, because you could actually take away all their
boundaries and that concerns me with the lack of back up available.
SN2

Due to the perceived risks, some nurses would chose to not
address MH issues in their consultations.

Management choices
All professionals (and a minority of patients) described adopting a
person-centered approach to the management of patients with
MH needs. Management choices therefore relied in part on know-
ing about the patient and knowing the patient. Professionals
reported using knowledge about the patient gained through con-
tinuous long-term relationships to judge differences in body lan-
guage that may indicate a worsening of MH symptoms. This
familiarity included knowledge of patients’ physical demeanor
such as body language or tone of voice, alongside MH constructs
such as personality or mood.

I mean I think the whole thing about general practice is you work a lot
on cues and what people aren’t saying and what their body language is
saying and their facial expression, and that can be burdened or low in
mood. GP5

Whilst this skill was felt to be central to general practice more
widely, it was felt to be essential for monitoring change in fluctu-
ating chronic conditions such as MS.

Relational continuity of care also provided patients with the
opportunity to feel known, that is patients felt listened to and
experienced psychological security.

I would imagine patients probably see the benefit of just having the
same person so they’re not retelling the same story again and they feel
that someone is actually responsible for their care and that someone is
listening to what’s going on. GP9

Where PwMS reported they felt listened to, and their preferen-
ces were respected, they reported feeling more confident about
their treatment decisions and their overall relationship with their
health care professionals. Healthcare professionals suggested the
use of pharmacological interventions (antidepressants) or referral
for ‘talking treatments’ to address symptoms of low mood, or less
commonly, anxiety.

The fear of future depressive relapses was commonly reported
by PwMS, even where they no longer considered themselves to

513
514
515
516
517
518
519
520
521
522
523
524
525
526
527
528
529
530
531
532
533
534
535
536
537
538
539
540
541
542
543
544
545
546
547
548
549
550
551
552
553
554
555
556
557
558
559
560
561
562
563
564
565
566
567
568
569
570
571
572
573
574
575
576

577
578
579
580
581
582
583
584
585
586
587
588
589
590
591
592
593
594
595
596
597
598
599
600
601
602
603
604
605
606
607
608
609
610
611
612
613
614
615
616
617
618
619
620
621
622
623
624
625
626
627
628
629
630
631
632
633
634
635
636
637
638
639
640

MEETING THE MENTAL HEALTH NEEDS OF PEOPLE WITH MS 5



have depression. Participants reported positive experiences of anti-
depressant use where the decision to prescribe had been reached
collaboratively, without undue pressure or influence, and in line
with their own beliefs about medication use. All participants with
MS who reported using anti-depressants felt this had been a posi-
tive choice.

It was a full and frank discussion. He didn’t say ‘I’m going to put you on
[anti-depressants]’, he said ‘how do you feel about’, and I jumped at it, I
have no qualms about taking pills at all. PwMS12, Male, Primary
Progressive MS

Some participants with MS reported that they monitored and
self-managed their mood and emotions, viewing low mood a
result of a lack of MH self-management.

Well since that time at the beginning of the MS I don’t allow myself to
be low. I can’t remember being that low again not since. I’ve always
been a positive person. So I just take on a different task, that’s how I
work on it. PwMS8, Female, Relapsing-Remitting MS

Social support and social networks were very important for
PwMS to identify and manage potential low mood.

I wouldn’t ask for any help with my mood at the moment because I
think I’ve got a really good circle of friends that are really supportive. . . I
feel like they’re my counsellors? PwMS2, Female, Relapsing-Remitting MS

For PwMS who lacked social support, there was a need for a
supportive listening service that did not incorporate the formality
(or perceived stigma) of MH services.

The GP puts the wheels in motion for a referral for counselling. But then
you sort of get labelled as psychiatric in a way and that is terrible, that
is dreadful, that is awful. I’m just human and sometimes the whole thing
is just too much to bear and you need somebody to talk to or to be
empathic. PwMS4, Female, Relapsing-Remitting MS

This was in line with viewing emotional distress as a normal
and understandable aspect of the experience of living with MS,
which required a compassionate, but not medicalised, approach.

Healthcare professionals were central in helping many PwMS
navigate multiple services, including those for MH needs.

When I moved here my MS nurse said ‘‘there’s a rehabilitation team
which consists of a physio, psychologist, physician, do you want me to
put you in touch with them?’’ And I said ‘‘yeah that would be helpful’’,
and it’s just gone on from there really. PwMS10, Male, Rapidly Evolving
MS

In summary, professionals can help PwMS manage their MH
symptoms through monitoring, signposting, pharmacological man-
agement and MH management, in line with patient preferences.

Defining roles
All professionals were confident about their abilities to elicit symp-
toms of depression in PwMS; however, PNs and SNs suggested
they would rely on the GP for ongoing psychological and pharma-
cological management.

We’d ask the GP to see them, because they are the ones that would do
the prescribing in that case. SN1

All PNs and SNs highlighted their lack of training in MH
needs, and SNs, and to a lesser extent PNs, felt very strongly
that managing MH needs should not be within their remit as
they were not knowledgeable or willing to perform the role of a
MH professional.

Both PNs and SNs felt that a lack of mental health services for
PwMS left them working outside their professional remit. SNs
emphasized that both professionals and PwMS expected them to
be knowledgeable on MH issues, due to the nature of their role in

helping people to adapt and adjust to life with MS. However, they
felt untrained and unsupported to manage these needs.

The patients come to us and expect us to have the knowledge, because
we deal with a lot of depression, low mood, as you would with any long
term condition but it’s really just out of our depth. SN3

Problems caused by unfounded expectations were expounded
by the judgement of other [unspecified] health care professionals
who overestimated SNs’ remit in managing MH symptoms, and
their responsibility for managing these.

The problem lies, sometimes in the community they think well we are
MS nurses, this person is low in mood, sort it out and we can only do a
certain degree of it, if they really need a course of counselling or
something that’s a bit more intense it really needs to be done by
properly supported counsellors, the ones who are educated in doing it.
SN8

All SNs and the majority of PNs reported that their main fear in
managing people with MH needs was a risk of a suicide that they
could have prevented, or failing to document risk or refer patients
on appropriately (thus putting themselves at risk professionally).

Sometimes SNs reported being unsure of the cause of severe
MH symptoms e.g. mania or suicidality, which they described as
being rare reactions to DMTs or steroids administered to treat
relapses. In these instances, SNs wanted support from colleagues
trained in MH and viewed this as a reciprocal relationship.

My role really is to be there for the mental health professionals that deal
with her [patient with MS] a lot of the time, because if we can guide
them, I’ve given the staff my name and direct number and said if she
gets any more physical issues they know how to ring me for advice. SN3

Limited time in consultations led some PNs to report it was dif-
ficult to prioritize MH issues in a 20 min consultation centered on
the assessment and measurement of physical symptoms.

So yeah we ask about depression. But it’s difficult because of the time
frames we have for appointments. PN1

This was echoed by SNs who felt it would not be possible to
address both complex mental and physical needs even in their
30 min consultations.

Permeability and responsiveness of services
Lengthy delays and decreased access to MH services were
described by GPs, PNs and SNs and PwMS leaving patients without
support when they felt the need for it.

By the time you get to the counsellor the heat has gone off it because
its 12 months later, 18 months. Nothing is instantaneous. You don’t get
the support and the help when you need it. I had to wait 18 months.
PwMS3

Female, Relapsing-Remitting MS

These delays in access to services were primarily reported for
secondary and community care services. Primary care was viewed
as providing more responsive care.

So I went to the doctor’s at five o clock in the evening. I broke down at
reception. And I went straight in and that was when the Dr realised that
I was having a bit of a do and put me on the anti-depressants. PwMS10,
Female, Relapsing-Remitting MS

Whilst a minority of SNs and GPs reported good experiences of
accessing MH services for their patients, most suggested that the
waiting lists in their local area were prohibitive (up to eight
months) and available services were patchy and inequitable across
geographical areas. Where GPs’ and SNs’ reported positive experi-
ences of MH care they described knowledge of their local teams
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with strong professional relationships, including co-location of
services.

In the practice, once a week, we have a counsellor and they have four
or six appointments a week that we can book patients into. GP4

Inequity of services was reported when accessing primary MH
care in a community setting, as few PCTs had services for people
who required MH support in a home visit format.

There is a difficulty in accessing psychological services with her
obviously with her being housebound, with most of my patients I get
them started on medication and I get them seeing psychological
services. I can’t quite see how that would work because we don’t have
any community-based, home visiting psychological services. GP9

This could lead to a perceived inequity of care for MH symp-
toms in the patients who perceived to need it the most, due to
isolation or severity of MS symptoms.

GPs reported facing a conflict between ensuring fast access,
but also appropriate service referrals, when the most specialist
services had the longest waiting lists. Past experiences of access to
services seemed to influence GPs referral decisions.

The difficulty is that we’re trying to manage these patients very often in
a timely manner and I’m conscious of the fact that the [secondary care]
services have a huge waiting time. If you have someone who has more
severe symptoms then asking them to wait for months on end just to
see someone seems slightly difficult for me as a GP to say to someone.
GP9

When faced with a lack of services or an extensive wait for a
service, many GPs took on personal responsibility for patients
experiencing MH needs (i.e. booking in regular telephone or face
to face consultations) to ensure they received regular follow up in
this period.

Both SNs and GPs reported the role of eligibility criteria in facili-
tating or restricting access to MH services. Apparent differing eligi-
bility for services was felt to cause inequalities and fragmented
care.

Discussion

Summary of main findings

This study investigated the role of primary care and specialist care
in the management of MH needs in patients with MS, from patient
and health professional perspectives. Findings showed that provid-
ing and experiencing MH care for PwMS centered around deci-
sions regarding candidacy for care, management choices, how
professional roles where perceived by patients and professionals,
and the perceived permeability and responsiveness of services.
Decisions regarding candidacy (by both professionals and patients)
may influence referral patterns and help-seeking behavior. Where
explanations were provided that lessened perceived candidacy
(e.g. the normality of low mood), MH needs in MS could be over-
looked, potentially leading to under-diagnosis and under-treatment
of MH problems. Professionals varied in confidence (and perceived
appropriateness of their own role) in managing people with MS
and MH problems.

Comparisons with previous literature

This study describes the experiences of GPs and PNs, illuminating
the key role of primary care professionals in the identification and
(in the case of GPs) ongoing management of MH needs of PwMS.
It also highlights the stress experienced by nurses who feel pres-
surized to provide care outside of their professional role, due to
poor access to services. The experiences of PNs resonates with

other studies where lack of knowledge and insufficient training
limits PNs’ wishes to expand their role to incorporate ongoing
management of patients with complex problems.[35]

Previous research suggests many PwMS experience depressive
symptoms that are undiagnosed and therefore untreated.[36,14]
Our study suggests one potential reason, i.e. PwMS are aware of
their low mood but ‘normalise’ their depression within a narra-
tive of loss and change (e.g. unemployment and relationship
breakdowns). Where participants did not relate this low mood to
their perception and understanding of depression,[37] a potential
barrier to help seeking and diagnosis of depression was
formed.[38]

Participants with MS in this study reported help-seeking when
their symptoms left them feeling unable to continue with the
demands of daily life, similarly to research into depression sug-
gesting identification of candidacy occurs when symptoms start
to interfere with everyday roles or family relationships.[39] These
crisis periods may be a key point for intervention, if a health
care professional is aware of this situation and adjudicates
accordingly.

Referral thresholds for MH symptoms were demonstrated in
this study. Previous research,[40] reports that GPs emphasized the
value of being able to contact a named individual for specialist
knowledge, and how this was now nearly impossible due to lim-
ited service configuration. They highlighted their concerns about
the sustainability of current MH services, and the negative impact
poor responsiveness had on PwMS in need of care. PwMS also
detailed the responsiveness and timeliness required to address
their needs, without their MH wellbeing deteriorating
unnecessarily.

The concept of ‘knowing the patient’ was important to PwMS
and health care professionals. Fairhurst and May (2001)[41]
described two types of knowing the patient which were both rele-
vant to this data: developing biomedical and biographical know-
ledge, and knowledge of their behavior and cognitions.

Strengths and limitations

The strength of this exploratory study was its focus on primary
care professionals, who are often neglected in MS research. This
study also reports findings of a relatively large group of partici-
pants, in comparison to previous studies of this rare condition.
Data saturation was reached in this exploratory study; however,
the sample represents the views of a reasonably small number of
professionals from a defined geographical area. Broader quantita-
tive research utilizing larger nationwide samples is required to
establish the prevalence of the needs identified for commissioning
purposes.

Data were collected through semi-structured interviews; a
method to expand these findings would be to use real-time
interactional data with patient-professional dyads to investigate
how identification of candidacy and treatment decisions are
made.[42]

Previous research has criticized the paucity of studies, allowing
individuals who described low mood to define what the experi-
ence and definition of depression meant to them.[39] A strength
of this study is that PwMS and professionals were asked to explain
their own perceptions of MH need in MS, highlighting inconsisten-
cies and discrepancies in perceptions of MH need. For example, a
potential disconnect was demonstrated between how PwMS
viewed themselves as a candidate for care (not experiencing
depression), and how they acted as a candidate for care (utilizing
medication and medication reviews for depression), requiring fur-
ther empirical investigation.

769
770
771
772
773
774
775
776
777
778
779
780
781
782
783
784
785
786
787
788
789
790
791
792
793
794
795
796
797
798
799
800
801
802
803
804
805
806
807
808
809
810
811
812
813
814
815
816
817
818
819
820
821
822
823
824
825
826
827
828
829
830
831
832

833
834
835
836
837
838
839
840
841
842
843
844
845
846
847
848
849
850
851
852
853
854
855
856
857
858
859
860
861
862
863
864
865
866
867
868
869
870
871
872
873
874
875
876
877
878
879
880
881
882
883
884
885
886
887
888
889
890
891
892
893
894
895
896

MEETING THE MENTAL HEALTH NEEDS OF PEOPLE WITH MS 7



Implications for clinical practice

These findings highlight the key role for primary care in manage-
ment of MH needs in PwMS. Currently, the importance of this role
is underplayed in both research and policy.[13] The concept of
‘‘knowing’’ a patient appears to be strongly related to continuity of
care in this chronic relapsing condition. A central clinical implica-
tion is therefore to preserve these continuous professional-patient
relationships, with potential implications for psychological patient
safety.[43]

Our findings suggest professionals to have well-defined roles in
which they feel confident and competent, suggesting additional
training to broaden their remit would not be perceived as feasible.
More integrated models of care, with joint working between pri-
mary care, specialist MS services and mental health services may
help ensure appropriate access to services and support for both
patients and professionals. A good practice example demonstrated
that incorporating a mental health nurse within a specialist MS
team decreased the need for community mental health teams and
increased MS Nurses’ perceived ability to manage mental health
symptoms after discharge from psychological services.[44]

Finally, educating PwMS on the risk of MH problems and their
candidacy for MH care (both primary care and MH services) and
increasing signposting of potential services to both PwMS and pro-
fessionals may challenge assumptions about a lack of candidacy
for MH support for PwMS.

Conclusion

Both professionals and patients describe a continuum of MH needs
in MS from ‘normal’ responses to difficult circumstances, through
to distinct symptoms requiring specialist support. GPs were identi-
fied as a central figure in the management of MH needs in MS,
due to their continuing close relationships with patients, and their
ability to manage pharmacological treatments. PNs and SNs
reported a lack of confidence in their capability and remit of man-
aging MH needs. These findings have implications for service pro-
vision, highlighting the need for increased joint working to share
expertise and continuity of GP-patient care for accessible mental
health support in MS.
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MEETING THE MENTAL HEALTH NEEDS OF PEOPLE WITH MS 9


