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Abstract

Purpose: Neuromyelitis optica (NMO) is a rare autoimmune condition characterised by acute
relapses of optic neuritis and extensive transverse myelitis. The aim of this qualitative study was
to develop an improved understanding of the experiences of people living with NMO. Method:
Fifteen participants completed a semi-structured interview and data were interpreted using a
constant comparative method. Participants were recruited from the Northern UK NMO Service.
Results: Five major themes were identified: diagnosis and treatment, symptoms, adjustment,
identity and support. Conclusion: Results suggest NMO is a difficult condition to live with due to
the unpredictability of relapses and accrued disability of visual or spinal symptoms occurring
with each relapse. Poor vision, reduced mobility, bladder dysfunction and pain affected
participants’ independence and experience of living with NMO. Participants reported that
during relapse and recovery they would ‘‘put their life on hold’’. They identified the importance
of periods of stability to enable them to adjust to their condition and therefore aim for
‘‘normality’’ of life that they believed was comparable to their peers.

� Implications for Rehabilitation

� Disability due to NMO has a major impact on an individual’s life, abilities and identity.
� Timely treatment of relapse is essential to reduce or prevent disability.
� Health care professionals need to coordinate care locally and nationally.
� Multi-disciplinary work is vital to promote adjustment, coping strategies and support for

people living with NMO.
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Introduction

Neuromyelitis Optica (NMO) (also known as Devic’s disease) is a
rare autoimmune condition characterised by relapses of the optic
nerves (optic neuritis) and spinal cord (transverse myelitis) [1].
Historically, NMO was viewed as a subtype of Multiple Sclerosis
(MS) [2] and was therefore treated in similar ways.
The identification of a specific antibody (anti-Aquaporin 4) for
the antigen aquaporin-4 [3] (present in approximately 70% of
people with NMO) provided an increased understanding that NMO
is a separate disease to MS. It has now been shown that many
treatments such as beta-interferon used in MS may increase relapse
rates in NMO [4,5]; therefore, it is essential to confirm the NMO
diagnosis to prevent disability caused by incorrect treatment.

Worldwide there are few epidemiological studies on NMO; the
prevalence in the UK is estimated at 1 per 100 000 [6]. People of
an Asian, African or South American ethnicity have a higher

incidence of NMO [7,8], and predominantly females are affected,
with a gender ratio of 5:1 [6]. The typical onset age of NMO is in
the fourth decade but the first attack may occur at any age from
early childhood through to the elderly [1].

The UK Department of Health Specialist Services have
classified NMO as a rare neurological condition and consequently
funded two national centres. Their aim is to provide expertise in
diagnosis, relapse management and treatment in collaboration
with patients’ local neurological services throughout the UK. The
service offers a multidisciplinary approach including a range
of professionals. For further information on NMO visit
www.nmouk.nhs.

The onset of NMO is usually through a devastating relapse of
optic neuritis (ON) or transverse myelitis (TM) causing signifi-
cant disability. Relapses can happen within hours and may have a
similar impact to a spinal cord injury. However, unlike a spinal
cord injury NMO is a relapsing condition, where every relapse
causes further disability, requiring a period of rehabilitation. ON
(unilateral or bilateral) is associated with blindness, loss of colour
vision, central scotoma and pain on eye movement [1].
Longitudinal extensive TM (more than three vertebrae) is
associated with bilateral motor weakness, sensory loss including
numbness, banding, intense paraesthesia, paroxysmal tonic
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spasms, neuropathic pain, itching and bladder and bowel
dysfunction. Brain stem involvement may occur, and may cause
prolonged hiccoughs, nausea, vomiting, vertigo or respiratory
failure [2,9].

Residual disability in NMO is acquired through relapses result-
ing with severe visual loss and/or paralysis of limbs, highlighting
the importance of timely and effective treatment. There are four
aims of treatment for NMO: acute treatment of relapses, prevention
of relapses, symptom management and rehabilitation [10–12].
First-line therapy for acute relapses is high dose methylpredniso-
lone [2,11], and plasma exchange [12] may be considered if there
is a poor response to steroid treatment. Steroids and immunosup-
pressants are used for the prevention of relapses [2,11,12].

Each individual experiences a range of symptoms such as visual
loss, mobility impairment, pain, fatigue and continence issues.
Symptom management is provided by the relevant health care
professional including ophthalmologists, physiotherapists, occu-
pational therapists, nurses and dietitians. A person-centred
approach is necessary, with an action plan tailored to the needs,
aims and goals of each individual. This requires shared decision
making to ensure that goals are relevant to the individual, in the
context of their current situation and life experience. Due to the
rarity of NMO specialist assessments are conducted at the national
centres; however, to provide a holistic care package with good
continuity of care, it is essential for strong liaison and coordination
with local care services such as neurologists and therapists.
Contemporary research on NMO has focused on the clinical,
radiological and immunological aspects of the condition, as well as
symptoms experienced by patients such as pain [13], itching [14]
and tonic spasms [15]. Previous research has highlighted some
of the difficulties of living with a relapsing condition [16].
However, factors unique to NMO such as the distinctive pattern of
optical and spinal symptoms, the high levels of residual physical
disability, reduce the extent to which NMO is comparable to other
neurological relapsing conditions. The aim of this qualitative study,
the first of its kind, was to gain an insight into the experience of
living with NMO.

Method

Sampling and participants

Participants were recruited from the northern NMO centre.
Twenty-eight patients were invited to the study through an
information sheet. They were selected to ensure a varied sample
of age, gender and disability. Nineteen patients agreed to
participate, although four withdrew before participating in the

interview. Reasons given for withdrawal were family difficulties
(n¼ 2), work schedule (n¼ 1) and ill health (n¼ 1).

All 15 participants who agreed to be interviewed (Table 1)
had residual disability from previous relapses of optic neuritis
and myelitis. Nine participants tested positive for aquaporin-4
antibodies. Visual loss ranged from partially impaired vision in
one eye to complete loss of vision in both eyes, and four
participants were registered blind. Motor loss ranged from poor
balance and weakness in one leg requiring sticks/crutches to
tetraplegia (one participant), and four participants were wheel-
chair users. Sensory loss included complete numbness, neuro-
pathic pain, tight banding around the trunk and paroxysmal
spasms. Seven participants had stopped working due to their
NMO, six were in part-time work, two participants had never
worked and three were studying part-time. Nine participants were
married and had longstanding relationships (minimum 20 years).
Two participants lived alone and four lived with their parents.

Approval for this study was granted by a local research ethics
committee. Informed consent was obtained from all participants.
Interviews were held at a convenient location for the participant,
either at the hospital or at home.

Data collection

Interviews were conducted by the NMO nurse specialist and
assistant psychologist. Each interview lasted between 30 and 60
minutes and was digitally audio-recorded. Participants were
interviewed using a semi-structured interview schedule that
aimed to elicit participants’ feelings, their experience of diagno-
sis, experiences of health care, changing nature of, and their
attitude to, NMO over time, daily impact of symptoms (both
physically and psychologically), and adjustment and coping
methods. Anonymity of the participants was essential, so all
identifying features including names, locations and treatment
centres were removed during transcription.

Data analysis

Audio files were transcribed by the authors to ensure familiar-
isation with the data. Data analysis using a constant comparative
method [17,18] was an on-going, iterative process. The interviews
produced a rich data set of approximately 30 pages per interview.
Each transcript was numbered for identification purposes to ensure
anonymity and confidentiality. Transcripts were analysed and
coded by the two interviewers independently, to ensure reliability
of analysis. The coding process involved attributing a code to a

Table 1. Characteristics of NMO participants.

Participant
No Sex

Age
(yrs)

Yrs
from 1st

Symptoms
Aquaporin-4

Status
Clinical

presentation

1 F 48 4 Positive Motor/sensory/visual loss
2 F 18 2 Negative Motor loss
3 M 74 34 Positive Complete visual loss
4 F 45 1.5 Positive Motor/sensory/visual
5 M 64 21 Positive Motor loss
6 F 28 13 Negative Complete motor/sensory loss
7 F 54 8 Positive Motor/visual loss
8 F 33 5 Positive Motor/visual loss
9 F 43 4 Positive Visual loss

10 M 65 10 Positive Motor loss
11 F 41 6 Positive Motor/sensory/visual
12 F 54 2 Negative Motor/visual
13 F 25 10 Negative Visual/motor loss
14 M 52 5 Negative Visual/motor loss
15 F 54 5 Negative Visual/motor loss

2 K. Mutch et al. Disabil Rehabil, Early Online: 1–8
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sentence or section to represent an idea or concept associated
with the research question. Codes were generated from the data
not imposed on it and identified by listening to the audio recordings
whilst reading the transcripts. Researchers met to discuss potential
codes and interpretations of the data. Once codes were finalised
through consensus, they were grouped into sections discussing
similar issues or meanings and then themes emerged from the data
with the assistance of thematic maps. These themes comprised
diagnosis and treatment, impact of symptoms on everyday life,
adjustment, identity and support. Within these themes subthemes
emerged and are presented in Table 2.

Results

From the data, five major interconnected themes (Table 2) were
identified: diagnosis and treatment, symptoms, adjustment, iden-
tity and support. These themes contributed to an individual’s
experience of living with NMO.

Diagnosis and treatment of NMO

This theme included initial symptoms, getting a diagnosis,
treatment of relapses and recovery and the fear participants
lived with of future relapses, due to the potential disability that
could accrue. The initial symptoms of myelitis or optic neuritis
occurred quickly, yet resulted in the participant requiring
rehabilitation for many months. The process of getting a diagnosis
for such a rare condition as NMO was arduous and learning to live
with a disability had a major impact on participants.

Initial symptoms included double vision, pain upon eye
movement, loss of vision in one eye, sudden vision loss, intense
neuropathic pain, tight banding sensations, paraesthesia, and loss
of sensation in arms and/or legs, lack of coordination, paralysis of
limbs and retention of urine. The majority of participants (n¼ 11)
highlighted how rapidly initial symptoms presented and reached a
peak within 48 hours with no previous illness or warning signs.

So I was driving through town. . . I noticed right there in front
of the Mosque where they were praying, I had to pull over and
‘phone someone to come and get me, I’d gone blind, that’s how
that happened. (Participant 14a)

. . .started off I had a bath one Tuesday night and noticed
my right leg from my foot to the ankle when I put it in the hot

water the water felt cold . . . by Thursday it had gone right up
to the top of my leg. I couldn’t stand up and I had lost use in
my left leg altogether. (Participant 10a)

In comparison to initial symptoms of visual or mobility
impairment, five participants started with intense neuropathic
pain as an initial sign, prior to myelitis occurring.

Experiences of health care were varied, though the majority of
participants voiced negative encounters. Thirteen participants
complained that their doctors were not knowledgeable about NMO.
This lack of knowledge had a potentially serious impact on
outcomes, and retrospectively, four participants wondered if earlier
steroid provision might have prevented their current visual or
mobility impairments. The length of time and amount of recovery
following relapse varied between participants. Some regained
nearly full function whilst others were left with severe disability.

The vision started to come back within a month, little bits
of the darkness started to subside. The ophthalmologist said
by 6 months he would get a good idea of how much was
going to return. I’d say it’s about 50%; it’s difficult to
measure because it’s like looking through a colander.
(Participant 4a)

Thirteen participants reported difficulty attaining a diagnosis
of NMO, and four sought a second opinion either privately or
abroad. These participants reported misdiagnosis, most com-
monly MS (n¼ 12). Other alternative diagnoses included trans-
verse myelitis, cerebral vasculitis and meningitis. Two
participants who were diagnosed with NMO during the last two
years considered themselves to ‘‘be lucky’’, as they were seen by
neurologists who were knowledgeable of NMO which improved
the speed and accuracy of the diagnosis.

Following initial symptoms, 13 participants required rehabili-
tation in hospital. Several participants when given the diagnosis
whilst in hospital had little concept of the impact of NMO.
However, upon arriving home, participants started to appreciate
the severity of their condition and far-reaching changes to their
life. They then felt scared and many felt depressed as they feared
another relapse.

Participants reported fear of the future, fear of the unknown,
fear of death and the realisation that further relapses could
happen, meaning they would have to change their life plans.
Despite this, the majority of participants reported relief at finally
having a name for their condition.

After a series of tests they came up with a diagnosis, phoned
me and said you’ve got Devic’s syndrome, you can look it up
online. So I looked it up and I found that I was likely to go
blind, stop breathing and drop dead and I thought this is not the
best way to tell somebody. But then it was a great relief to have
a name for whatever condition I had. (Participant 5a)

As time progressed, participants realised their initial fears were
not justified. The majority (n¼ 9) of participants reported that
although symptoms had not improved, they had adjusted and now
managed their symptoms on a daily basis.

All participants reported wanting more support than they had
received, especially during the early stage of diagnosis. Due to the
rarity of NMO, many Health Care Professionals (HCPs) did not
understand the consequences of relapses that is, visual and spinal
symptoms accrue during relapses if not treated quickly.
Participants also reported lack of knowledge on NMO and two
participants incorrectly believed that as one NMO feature was
present (i.e. optic nerve or spinal cord damage) then they would
not experience NMO-related damage to another part of their body.

Table 2. Themes and subthemes of results.

Themes Subthemes

Diagnosis and treatment � Initial symptoms
� Getting a diagnosis
� Relapse recovery
� Treatment and medication side effects
� Fear of future relapse

Impact of symptoms
on everyday life

� Visual loss
� Sensory loss
� Continence
� Fatigue

Adjustment � Coping
� Frustrations
� Life on hold
� Mood
� Finances

Identity � Independence
� Interests
� Image

Support � Family
� Pets
� Close friends
� Informal societies

DOI: 10.3109/09638288.2013.833301 Life on hold 3
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Participants reported they appreciated HCPs who made a point
of researching NMO, providing the correct treatment, working in
partnership with them and referring to other specialists. Some
(n¼ 4) participants reported good access to services such as
immediate admission upon relapse and being able to contact their
consultant directly for quick referral. Participants differed in what
they wanted from their HCP, though all appreciated honesty
alongside listening to their needs. A major frustration for all
participants was not feeling listened to by their HCP.

Once diagnosed with NMO, patients were likely to have
further relapses. Immunosuppressants and long-term steroid
treatments used to prevent relapses in NMO had unwanted side
effects such as weight gain, indigestion, osteoporosis, acne and
stretch marks. Medications such as antacids, calcium and vitamin
D supplements were given to reduce the risks of side effects. All
participants were affected by side effects; younger females in
particular were concerned about their image, weight gain and the
views of their peers.

The weight thing really upsets me, I see all these slim girls and
they’re able to wear what they want, look really nice and I have
to wear a jacket. So the weight thing is still a big issue. I
looked like a hamster I was really ballooned out. I’ve got the
steroids so they make you hungry and they make you just want
to eat loads but I have to have them because otherwise I’d
probably be poorly again. (Participant 2a)

In addition, medications given to manage symptoms such as
pain, spasms and bladder dysfunction were also associated with
additional side effects such as drowsiness, dry mouth and
indigestion. Consequently, previously fit and healthy participants
took 6–10 different medications, which created additional
responsibilities and constraints on normal daily life.

Participants worried about the future, especially regarding
further relapses, symptom progression, recovery and hospitalisa-
tion. A major concern for them was what the next relapse could
do, especially the thought of losing sight or mobility. This
appeared to be linked to the fear that they could not adapt to a
different set of symptoms although they had adapted to the
symptoms they already had.

. . . Sometimes I do think ‘‘oh what’s going to happen to me if I
can’t see or blind or I cannot walk’’ but in other ways try to
stop myself thinking about it, . . . that’s, one day I don’t know!
(Participant 9a)

Impact of symptoms on daily life

The most prevalent symptoms reported were visual disturbances
due to optic neuritis, including blurred vision, lack of colour
vision and complete blindness. Spinal lesions caused bilateral
motor weakness, sensory loss including numbness, banding
sensations, intense paraesthesia, neuropathic pain and bladder or
bowel dysfunction.

The majority of participants (n¼ 13) reported visual impair-
ments including two with no perception of light. Some (n¼ 3) did
not see their visual impairment as a handicap and coped well, but
stated they would never get used to their visual impairments even
after a long period of blindness (30 years in one case). They
reported frustration at having to concentrate and plan everything in
advance, and at times this was so mentally exhausting that they
reduced their social activities. A major frustration for these
participants was being dependent upon others. Participants
reported detrimental physical consequences including banging
into doors, bruises, cuts and falls. Participants learnt to adapt and
utilise strategies to manage their visual impairment; however, they

reported not feeling safe going out alone and this fear then had an
impact on their self-confidence, causing social isolation.
Participants developed other senses as compensation such as
increased hearing and relying more on memory, touch and
vibrations.

. . .it’s not like I expected to be blind but actually being
unsighted isn’t as scary as sighted people think it is, that’s my
own personal view. . . ., as long as I can maintain independ-
ence, hearing kicks in and other things come into play.
Because you can still be independent sightless and sightless-
ness isn’t black. I hope that I shall be gardening for years.
(Participant 15a)

Twelve participants had neuropathic pain that was constant and/
or paroxysmal, using descriptions such as burning, intense
paraesthesia, tight banding, cramps, spasms, electric shock,
icy or scalding sensations or numbness. Areas of worst pain
were in the legs (predominantly bilateral), central back and arms.
Due to numbness in their legs, seven participants reported problems
with balance and a fear of falling. Pain significantly affected
participants’ daily life by impacting upon their daily activities,
mood, walking ability, enjoyment of life and relationships.

The pain would come on for no reason at all. Start from your
toe to ankle to mid-thigh. It would only last 40 seconds until it
goes off but it’s terrible pain that pulls my foot up it was that
bad. It may occur several times an hour or day; it’s so
unpredictable. (Participant 10a)

Bladder issues such as urgency, frequency, hesitancy of
micturition, nocturia and incontinence were a major concern for
nine participants. They reported difficulties accessing toilet
facilities, and this was a major concern in all journeys and
event planning. Five participants used intermittent self-catheter-
isation and reported mixed responses ranging from the benefit of
increased independence, to increase of urinary tract infections that
exacerbated NMO symptoms resulting in hospitalisation. Three
participants used continence pads, which were reported to
increase independence. Bladder problems caused embarrassment,
humiliation, decreased self-confidence and reduction in social
activities, thus affecting the participant’s independence.

. . . I have to plan everything, if I was to go out shopping, we
have to make sure that I’ve done my catheter before we go out,
make sure there are toilets about, I have to take spare clothes in
the car in case I have an accident. (Participant 2a)

Fatigue affected seven participants, causing restrictions on
activities of daily living including employment or education.
Participants discussed their need for pacing and planning
activities to prioritise their energy usage for the most important
tasks, thus causing frustration due to lack of spontaneity and a
dependency on others.

Even walking my dogs, I have to know where I’m going, I have
to know there are walls that I can sit on, my legs go really stiff
and I just have to sit down to let life get back into them. And
then it affects my back and oh it’s just so frustrating. I know
my limits and I know how far I can go. (Participant 1a)

Adjustment

Participants had to feel they were in a ‘‘stable phase’’ without
relapses before they could adapt their lifestyle, make adjustments
and start coping with their situation. Participants felt their ‘‘life
was on hold’’ as they could not plan for the future, due to waiting

4 K. Mutch et al. Disabil Rehabil, Early Online: 1–8
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for their next relapse, this phase caused many frustrations. The
adjustment period varied for each individual but was helped by
increased lengths of time without relapses.

Participants reported a dichotomy between adjustment to, and
acceptance of, living with NMO. Several participants reported
they had adjusted to their condition, although they could never
accept it. Seven participants reported learning to live with NMO,
as there was nothing else they could do; others felt they would be
able to adjust provided that their symptoms were stable and
without relapses; however, they could not predict when this would
be. The aim for all participants was to live a life as normal as
possible compared to their peer groups.

. . . I had to get my degree between relapses, I was only just
starting at looking to get back into teaching and now I’ve
relapsed again and it’s so unstable, to get some stability with it
would be something. (Participant 13a)

The need to ‘‘just get on with life’’ was highlighted by 14
participants. The uncertainty of the condition meant they could
not predict what was going to happen tomorrow or in the future,
and so they preferred not to think about it and live for today.

Now, I sort of deal with it. There’s no point thinking about it
all the time because it’s not going to go away so I think I’m
getting better at dealing with it than I was at first, like a couple
of years ago. (Participant 7a)

Eleven participants retained hope that their situation would
improve and get better. Participants reported they felt their ‘‘life
was on hold’’ and they wanted to match the ‘‘normality’’ and life
goals and concerns of their peers and family members such as
independence, attending university, employment and relationships.

I just feel I’ve missed out on all my 20’s like you’re almost left
behind. What I mean is in the scheme of life I’m 33 soon so
you don’t want to be living with parents. I’d have liked to have
had a family, I’d have liked to have had my own place, be
capable, I’ve lost a lot of confidence through having NMO and
the treatment with the weight gain and things. (Participant 8a)

The main frustration for all participants was a reliance on
others and a lack of independence due to their physical
limitations. Frustrations were often due to a change in role
including limitation of physical activities, inability to complete
activities perceived as their duty, driving restrictions and resulting
financial pressures. Others’ ignorance of NMO, difficulties
socialising and negative reactions of others towards them added
to their frustrations.

My world gets smaller because everything that I would like to
be doing seems to be closing off. I think my independence
attached to my physical ability has been the most frustrating,
far more than my sight if I’m honest. (Participant 15a)

Despite the highly prevalent attitude of ‘‘just get on with it; try
not to think about it’’, many participants reported still having days
where they felt very down. Ten participants reported experiencing
low mood, depression and suicidal thoughts in the first couple of
years and then more recently experiencing low mood intermit-
tently, often linked to a relapse and worsening of symptoms. The
main reason for low mood was the realisation of their current
situation and their problems for the foreseeable future. Low mood
was found to have an impact on participants’ relationships and
day-to-day living.

. . . I think probably it has affected me more mentally than
physically.

Well I’m a wreck emotionally, I worry about everything and
I get so wound up, I can’t seem to do things quick enough. . .
(Participant 12a)

Participants reported having days where they felt they could
not cope but reported an active effort to change their mood and
focus on the positives. Good family support was essential in
helping them to cope and improve their mood.

The lack of financial independence was worrying for partici-
pants especially those whom had worked. Financial concerns
included paying the mortgage, bills, supporting children and
living with no income. Participants reported going without
luxuries such as holidays, to manage financially. However, three
participants reported they were diagnosed with NMO, at a time
when they were financially secure.

I’d like part time work if I’m ever going to feel better. But
never full time, every time I’ve worked full time I’ve had a
relapse. I think with NMO you can feel useless because you’re
relying on people and if you’re not working and things. Then
I’d feel more useful, a sense of purpose. (Participant 8)

All participants reported lengthy difficulties navigating the
benefit system and understanding what they were entitled to,
participants with visual impairments found the system especially
difficult. Participants were unanimous in reporting that a
confirmed diagnosis of NMO made it much easier to receive
benefits. NMO-related disability reduced income and increased
expenses such as taking taxis instead of driving, fitting adapta-
tions and buying equipment.

. . . I’ve always been in control, working and then suddenly
you’re not earning money and you just wonder what the hell is
going to happen. Family and kids were small. We had a bit of
savings but it got used up. The worst thing is not knowing what
to do because nobody tells you what to do. If you’re not
familiar with the benefit system it’s frightening, especially if
you can’t see anything, and you can’t read anything. And
people don’t want to read things to you; they just shove forms
at you. (Participant 3a)

Identity

‘‘NMO’’ became participants’ identity as they became known as a
‘‘blind person’’ or a ‘‘paralysed person’’. Participants’ identities
were found to be composed of their beliefs or values, perception
of self as independent, positive perception of themselves, ability
to complete meaningful activities and judgement by society.

Participants’ self-worth appeared to be related to their ability
to do the tasks they saw as being their role and part of a normal
life. NMO was found to affect self-confidence, self-worth and
self-belief and ultimately their independence. This then influ-
enced participants’ personality and attitude to life.

I can see that my confidence is diminishing, not driving, I’ve
driven for 36 years and I am very aware that if I am anywhere
on my own, I actually felt quite vulnerable. (Participant 1a)

Participants, especially females, were concerned about their
image compared to peer groups and press publicity about ideal
figures, and were self-conscious about weight gain and changing
shape as a consequence of steroid treatment. They compared
themselves to a time before NMO when they were slim and could
wear fashionable clothes. These changes in their figures and

DOI: 10.3109/09638288.2013.833301 Life on hold 5
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clothing caused embarrassment, which in turn had an impact on
their social skills, resulting in a fear of socialising and eventually
self-imposed isolation. Participants were appreciative of those
who saw beyond their symptoms, such as visual loss or
wheelchair use and valued friendships from people who knew
them before their NMO diagnosis.

All participants had interests and hobbies that were not
limited by NMO, including gardening, music, decorating,
dancing, exercise, cake-baking, audio-books, TV and poetry.
All participants had to juggle their symptoms, particularly
fatigue, alongside their interests and routine chores and duties on
a daily basis.

Support

There were many contributing sources of informal support that
participants used to meet their needs including family, pets, close
friends and charities.

Families were generally supportive, although participants
reported sadness regarding their dependence upon family mem-
bers. Participants worried about how they would cope with aging,
how they would cope if they lost their partner, and the well-being
of their spouse or parents due to the duties of caregiving.

. . . he works full time, it’s his own business and he’s not
getting enough sleep in the night, sometimes I’m up twice in
the night. I’d be totally lost without him.

. . . I think, what if he died before me, I do worry that, if
anything happened to him
I don’t know how I’d manage. (Participant 7a)

Older children provided help including physical assistance,
housework, caring for younger siblings and emotional support.
Family dynamics were found to change over time and difficulties
were experienced within the family when roles were reversed or
changed.

For nine participants, pets provided benefits including a
meaning for life, a routine, companionship, safety, security and
increased independence. Dogs and cats were classed as a ‘‘best
friend’’ who provided unconditional support and affection
regardless of participants’ disability.

Participants reported a few close old friends that understood
their symptoms, knew them before their disability and provided
social support, although many friendships had declined over time.
Participants generally reported difficulties making new friend-
ships that did not judge them on their NMO symptoms; however
some participants had achieved this.

I don’t want to be treated differently and at work no one treats
me differently, I’ve got really good work friends, they are so
used to me, they go out with me and don’t think of me as
having a wheelchair they just think of me as me and that’s
really nice. (Participant 6a)

All participants reported they did not want contact with
informal societies or support groups. Some participants did not
want sympathy and others had negative perceptions of societies
such as the Royal National Institute for the Blind and Multiple
Sclerosis Society and felt they did not belong to these groups.
Participants suggested that the desire to meet other people with
NMO was high shortly after diagnosis but grew less over time.
Several participants expressed an interest in meeting others with
NMO, although the majority of participants did not want to dwell
on the condition or be reminded of the potential severity of
symptoms in others. Participants frequently reported social
comparisons, which were usually divided into one of two

themes: either ‘‘people are better off than me’’ or ‘‘there is
always someone worse off than me’’.

For me to meet other people with NMO and much more
serious versions of the illness was an eye opener for me and
helped a great deal to put things into perspective and to find
out. I think I don’t feel lucky to have NMO but I feel lucky to
have got away with a light version of it. (Participant 5a)

Discussion

Theoretical saturation was reached in this sample of 15
participants, suggesting that despite their very different physical
symptoms and life circumstances there are many issues of
common importance to this clinical group. Similar themes were
found for both people who were aquaporin-4 antibody positive or
negative, suggesting that despite differences in diagnosis,
individuals’ experience were similar. NMO is characterised by
recurrent relapses of optic neuritis and transverse myelitis causing
significant disability. This study highlighted the fear and worry
that future relapses may cause loss of sight or paralysis. This
concern is different to people living with other relapsing
conditions such as multiple sclerosis or rheumatoid arthritis
[16,19,20], as although there are similar concerns regarding
unpredictability of relapses they do not have to contend with the
prospect of such sudden onset of disability.

First symptoms in NMO had a devastating impact, causing
severe disability within a short period of time, requiring extended
periods of rehabilitation. As participants initial symptoms usually
presented in just one area, for example, vision or mobility they
were usually investigated by a specialist in that area (e.g.
ophthalmologist) who did not have the specialist neurological
knowledge to suspect a diagnosis of NMO. Therefore, participants
usually had at least two or three relapses before a neurological
connection was made, thus causing accumulation of disability due
to the difficulty and increased length of time obtaining a diagnosis
of NMO.

Few other conditions have such diverse presenting symptoms,
each of which initiates a different care pathway. The closest
similarity is multiple sclerosis where diagnostic criteria are well
established, leading to a quicker diagnosis [9,21]. The majority of
participants were initially diagnosed with MS; however, it has
now been shown that NMO is a different disease to MS in both
management and pathway of the conditions [2,4,5,11] and this
misdiagnosis caused difficulties in achieving successful treatment
plan for many participants. Although NMO is a difficult condition
to diagnose, patients emphasized the need for neurologists and
other HCP to listen to them, empathise and show understanding of
their individual circumstances. As NMO is such a rare condition,
many HCP have poor knowledge, and little understanding or
appreciation of the speed with which relapses need to be
diagnosed and treated. Patients with NMO tend to be under the
care of MS neurologists where the emphasis of relapse treatment
is to speed up recovery [22] rather than preventing disability [11].
In MS, progression of the condition is usually the cause of
disability, compared to NMO where relapses are the cause of
disability, therefore the emphasis of treatment is very different
[1,2,10]. There is therefore a need to provide information,
education and increased awareness of the differences between
NMO and MS for HCP [23–25]. Participants adhered to
prolonged steroid regime due to the fear of future relapses and
potential disability of other symptoms. The observable side effects
of steroids particularly weight gain and significant stretch marks
had a large impact on a person’s image and confidence, causing
reduced socialisation and subsequent lack of peer support that
ultimately negatively affected their daily life. They required
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dietary and exercise input from a multi-disciplinary team to
minimise the impact. This is in comparison to MS where disease
modifying treatments have minimal effect on the outward
appearance.

Participants experienced feelings of low mood and anxiety,
particularly after diagnosis, or on return home from hospital,
similar to studies investigating MS [16,20] and spinal cord
injuries [26–29]. The difference between a spinal cord injury
(single event) and NMO (relapsing condition) is that in NMO this
low mood appears to reoccur with relapses and therefore
clinicians need to be aware of these symptoms, even in patients
who have lived with the condition a long time. The impact of
visual loss on daily activities and psychosocial well-being made
adjustment difficult due to increased dependence on others
requiring additional support [30,31]. Participants used support
from HCP, combined with self-management strategies, to help
them match the achievements and goals of their peers. Jannings
and Prior [26] found that people with spinal cord injury (SCI)
adjusted to their new lifestyle as time increased from the initial
event. Our study supported this and found that if relapses occurred
frequently, participants had difficulty accepting their situation and
were unable to plan for the future resulting in them ‘‘putting their
life on hold’’. In an extended period of time without relapses,
participants developed coping strategies to effectively manage
both psychological and physical difficulties of NMO in daily life.
Naturally, therefore, the process of adjustment followed a similar
pattern in all participants but the time taken to adjust differed
individually and appeared to be dependent upon the frequency of
relapses. It may therefore be necessary for HCPs to provide
additional support to all participants in times of relapse (and
particularly with frequently relapsing patients), to provide an
increased focus on proactive not just reactive support, thus
enabling patients to develop personalised coping strategies and
limit the amount of time spent putting their life on hold.

This study identified the difficulty of accessing services,
therapists and financial benefits, and participants unanimously
reported that access was made more difficult without a conclusive
diagnosis. Although many HCPs may not be familiar with NMO,
the problems caused by symptoms such as urinary, neuropathic
pain, mobility or balance problems should be treated in similar
ways to the same symptoms caused by a different condition such
as MS or SCI. The findings of this study suggest that meaningful
goals are different for every individual with NMO and require
explicit discussion and objectives in the care planning of people
with NMO. This requires multi-disciplinary care and coordination
of specialist care and local services such as housing, benefits and
financial aid to enable patients to reach their goals and adjust to
living with NMO. As participants also reported difficulties
accessing credible information on this rare condition, similarly
to studies reporting that a lack of information has also been
identified as a major issue in MS [24,32], there is therefore a need
for HCPs to act as information providers for these patients.

The opportunity to participate was offered to participants with
a range of demographic and clinical variables including recent
relapse (within 3 months), disability and length of time since
illness onset, age, gender and employment. Being currently
unwell or feeling low due to NMO symptoms were reasons for
declining participation in this study. Also, similarly to physical
symptoms, it may be that people experiencing symptoms of
depression or low mood, or who felt they were not coping
effectively, did not volunteer for this study.

The minimum length of time since onset of symptoms was
18 months. Therefore, it was possible that many participants
chose to participate as they felt they had adapted to living with
NMO. Including people with a recent illness onset may uncover
different themes, as a large section of our findings discussed

strategies for adaptation and managing life with NMO, which may
come with time. The authors acknowledge they may have their
own bias from prior knowledge of NMO gained through working
in a specialist NMO team. As the researchers came from different
clinical backgrounds, it is hoped that any biases were discussed
and the impact on results was therefore limited.

Conclusion

This study provides valuable and unique findings on the
experience of individuals and living with NMO. Although
NMO shares similarities with other relapsing conditions, it is
differentiated by the speed and severity of relapses, causing
significant disability at the onset of the condition. These results
suggest that NMO has a major impact on people’s identity
through the physical and emotional changes it causes, that
adjustment is a lengthy and individual process and that people
with NMO utilise support from various sources of which health
care services are essential.

Acknowledgements

A special thank-you to all the participants for their time and
honesty in participating in the interviews. Thanks to Chris Manley
for her support, June Poston, Debbie Morris, Ellen Brady and
Katie Paddock for their valuable comments.

Declaration of interest

The authors report no conflict of interest.
The UK NMO Service is funded through the Specialist

commissioning group of the National Health Service.

References

1. Wingerchuk DM, Hogancamp WF, O’Brien PC, Weinshenker BG.
The clinical course of Neuromyelitis Optica (Devic’s Syndrome).
Neurology 1999;53:1101–14.

2. Jacob A, McKeon A, Nakashima I, et al. Current concept of
neuromyelitis optica (NMO) and NMO spectrum disorders. J Neurol
Neurosurg Psychiatry 2013;84:922–30.

3. Lennon VA, Wingerchuk DM, Kryzer TJ, et al. A serum autoanti-
body marker of neuromyelitis optica: distinction from multiple
sclerosis. Lancet 2004;364:2106–12.

4. Palace J, Leite I, Nairse A, Vincent A. Interferon Beta treatment in
neuromyelitis optica. Arch Neurol 2010;66:1016–17.

5. Jacob A, Hutchinson M, Elsone L, et al. Does natalizumab therapy
worsen neuromyelitis optica? Neurology 2012;79:1065–6.

6. Jacob A, Panicker J, Lythgoe D, et al. The epidemiology of neuro-
myelitis optica amongst adults in the Merseyside county of UK.
J Neurol 2013;260:2134–7.

7. Asgari N, Lillevang S, Skejoe H, et al. A population-based study
of neuromyelitis optica in Caucasians. Neurology 2011;76:
1589–95.

8. Rivera J, Kurtzke J, Booth V, Corona VT. Characteristics of
Devic’s disease (neuromyelitis optica) in Mexico. J Neurol 2008;
255:710–15.

9. Siritho S, Nakashima I, Takahashi T, et al. AQP4 antibody-positive
Thai cases: clinical features and diagnostic problems. Neurology
2011;77:736–42.

10. Wingerchuk DM, Weinshenker BG. Neuromyelitis optica: clinical
predictors of a relapsing course and survival. Neurology 2003;60:
848–53.

11. Palace J, Leite I, Jacob A. A practical guide to the treatment of
neuromyelitis optica. Pract Neurol 2012;12:209–14.

12. Collongues N, De Seze J. Current and future treatment
approaches for neuromyelitis optica. Ther Adv Neurol Disord
2011;4:111–21.

13. Kanamori Y, Nakashima I, Takai Y, et al. Pain in neuromyelitis
optica and its effect on quality of life: a cross-sectional study.
Neurology 2011;77:652–8.

DOI: 10.3109/09638288.2013.833301 Life on hold 7

D
is

ab
il 

R
eh

ab
il 

D
ow

nl
oa

de
d 

fr
om

 in
fo

rm
ah

ea
lth

ca
re

.c
om

 b
y 

C
ar

di
ff

 U
ni

ve
rs

ity
 o

n 
09

/1
2/

13
Fo

r 
pe

rs
on

al
 u

se
 o

nl
y.



14. Elsone L, Townsend T, Mutch K, et al. Neuropathic pruritus (itch)
in neuromyelitis optica. Mult Scler 2012;19:475–9.

15. Kim SM, Go MJ, Sung JJ, et al. Painful tonic spasm in neuromyelitis
optica: incidence, diagnostic and clinical characteristics. Arch
Neurol 2012;69:1026–31.

16. Miller CM. The lived experience of relapsing Multiple Sclerosis:
a phenomenological study. J Neurosci Nurs 1997;29:294–304.

17. Boeje H. A purposeful approach to the constant comparative method
in the analysis of qualitative interviews. Qual Quant 2002;36:
391–409.

18. Ritchie J, Lewis J. Qualitative research practice. A guide for social
science students and researchers. London: Sage; 2007.

19. Squire R. Living well with rheumatoid arthritis. Musculoskeletal
Care 2012;10:127–34.

20. Mozo-Dutton L, Simpson J, Boot J. MS and me: exploring the
impact of multiple sclerosis on perceptions of self. Disabil Rehabil
2012;34:1208–17.

21. Menzin J, Caon C, Nichols C, et al. Narrative review of the literature
on adherence to disease-modifying therapies among patients with
multiple sclerosis. J Manag Care Pharm 2013;19:S24–40.

22. Coulter A, Ellins J. Effectiveness of strategies for informing,
educating and involving patients. BMJ 2007;335:24–7.

23. De Broe S, Christopher F, Waugh N. The role of specialist nurses in
multiple sclerosis: a rapid and systematic review. Health Technol
Assess 2001;5:1–52.

24. Hepworth M, Harrison J. A survey of the information needs
of people with Multiple Sclerosis. Health Inform J 2004;10:49–69.

25. Malcomson KS, Lowe-Strong AS, Dunwoody L. What can we learn
from the personal insights of individuals living and coping with
multiple sclerosis? Disabil Rehabil 2008;30:662–74.

26. Jannings W, Pryor J. The experiences and needs of persons
with spinal cord injury who can walk. Disabil Rehabil 2012;34:
1820–26.

27. Kennedy P, Rogers BA. Anxiety and depression after spinal cord
injury: a longitudinal analysis. Arch Phy Med Rehabil 2000;81:
932–7.

28. Nicholls E, Lehan T, Plaza SL, et al. Factors influencing acceptance
of disability in individuals with spinal cord injury in Neiva,
Columbia, South America. Disabil Rehabil 2012;34:1082–8.

29. Weitzner E, Sarca S, Wiese S, et al. Getting on with life: positive
experiences of living with a spinal cord injury. Qual Health Res
2011;21:1455–68.

30. Nyman S, Dibb B, Victor C. Emotional well-being and adjustment
to vision loss in later life: a meta-synthesis of qualitative studies.
Disabil Rehabil 2012;34:971–81.

31. Sharpe L, Curran L. Understanding the process of adjustment to
illness. Soc Sci Med 2006;62:1153–66.

32. Baker LM. Sense making in multiple sclerosis: the information
needs of people during an acute exacerbation. Qual Health Res
1998;8:106–20.

8 K. Mutch et al. Disabil Rehabil, Early Online: 1–8

D
is

ab
il 

R
eh

ab
il 

D
ow

nl
oa

de
d 

fr
om

 in
fo

rm
ah

ea
lth

ca
re

.c
om

 b
y 

C
ar

di
ff

 U
ni

ve
rs

ity
 o

n 
09

/1
2/

13
Fo

r 
pe

rs
on

al
 u

se
 o

nl
y.


	Life on hold: the experience of living with neuromyelitis optica
	Introduction
	Method
	Results
	Discussion
	Conclusion
	Acknowledgements
	Declaration of interest
	References



<<
	/PreserveCopyPage true
	/MonoImageDownsampleType /Bicubic
	/MonoImageDict <<
		/K -1
	>>
	/ParseICCProfilesInComments true
	/PreserveHalftoneInfo false
	/TransferFunctionInfo /Preserve
	/GrayImageMinResolution 150
	/EncodeColorImages true
	/AutoFilterGrayImages true
	/ImageMemory 1048576
	/PDFXRegistryName ()
	/EmbedJobOptions true
	/MonoImageFilter /CCITTFaxEncode
	/PDFXNoTrimBoxError true
	/ASCII85EncodePages false
	/DefaultRenderingIntent /Default
	/GrayImageAutoFilterStrategy /JPEG
	/PDFXCompliantPDFOnly false
	/ColorImageResolution 150
	/GrayImageFilter /DCTEncode
	/DownsampleMonoImages true
	/PreserveDICMYKValues false
	/ColorImageFilter /DCTEncode
	/EncodeGrayImages true
	/GrayImageMinDownsampleDepth 2
	/ParseDSCComments true
	/ColorImageAutoFilterStrategy /JPEG
	/EmbedOpenType false
	/AntiAliasMonoImages false
	/JPEG2000ColorImageDict <<
		/Quality 15
		/TileHeight 256
		/TileWidth 256
	>>
	/ColorImageDepth -1
	/CreateJDFFile false
	/PreserveEPSInfo false
	/PDFXSetBleedBoxToMediaBox true
	/DSCReportingLevel 0
	/NeverEmbed [
	]
	/Optimize true
	/Description <<
		/DEU <>
		/ENU (Use these settings to create Adobe PDF documents suitable for reliable viewing and printing of business documents.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
		/NOR <>
		/CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e55464e1a65876863768467e5770b548c62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
		/KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020be44c988b2c8c2a40020bb38c11cb97c0020c548c815c801c73cb85c0020bcf4ace00020c778c1c4d558b2940020b3700020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
		/ESP <>
		/FRA <>
		/SUO <>
		/JPN <>
		/NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken waarmee zakelijke documenten betrouwbaar kunnen worden weergegeven en afgedrukt. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
		/ITA (Utilizzare queste impostazioni per creare documenti Adobe PDF adatti per visualizzare e stampare documenti aziendali in modo affidabile. I documenti PDF creati possono essere aperti con Acrobat e Adobe Reader 5.0 e versioni successive.)
		/CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc666e901a554652d965874ef6768467e5770b548c52175370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
		/DAN <>
		/PTB <>
		/SVE <>
	>>
	/CreateJobTicket false
	/EndPage -1
	/MonoImageDepth -1
	/GrayImageResolution 150
	/AutoFilterColorImages true
	/AlwaysEmbed [
	]
	/ColorImageMinResolution 150
	/ParseDSCCommentsForDocInfo true
	/sRGBProfile (sRGB IEC61966-2.1)
	/AutoRotatePages /All
	/MonoImageResolution 600
	/AllowTransparency false
	/GrayACSImageDict <<
		/VSamples [
			1.0
			1.0
			1.0
			1.0
		]
		/QFactor 0.4
		/HSamples [
			1.0
			1.0
			1.0
			1.0
		]
	>>
	/DoThumbnails false
	/GrayImageDepth -1
	/CompressObjects /Tags
	/ColorImageDownsampleThreshold 1.5
	/AntiAliasGrayImages false
	/AntiAliasColorImages false
	/EmbedAllFonts true
	/ColorImageMinResolutionPolicy /OK
	/PDFXOutputConditionIdentifier ()
	/PreserveFlatness true
	/DownsampleColorImages true
	/MonoImageDownsampleThreshold 1.5
	/PDFXOutputIntentProfile ()
	/GrayImageDict <<
		/VSamples [
			1.0
			1.0
			1.0
			1.0
		]
		/QFactor 0.4
		/HSamples [
			1.0
			1.0
			1.0
			1.0
		]
	>>
	/UsePrologue false
	/ColorACSImageDict <<
		/VSamples [
			1.0
			1.0
			1.0
			1.0
		]
		/QFactor 0.4
		/HSamples [
			1.0
			1.0
			1.0
			1.0
		]
	>>
	/JPEG2000GrayACSImageDict <<
		/Quality 15
		/TileHeight 256
		/TileWidth 256
	>>
	/ColorConversionStrategy /sRGB
	/EmitDSCWarnings false
	/MonoImageMinResolutionPolicy /OK
	/UCRandBGInfo /Remove
	/DetectCurves 0.1
	/ColorSettingsFile (None)
	/CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
	/GrayImageDownsampleThreshold 1.5
	/CropColorImages true
	/JPEG2000ColorACSImageDict <<
		/Quality 15
		/TileHeight 256
		/TileWidth 256
	>>
	/MonoImageMinResolution 600
	/CalRGBProfile (sRGB IEC61966-2.1)
	/CompressPages true
	/Binding /Left
	/PDFXTrapped /False
	/PDFX3Check false
	/DetectBlends true
	/JPEG2000GrayImageDict <<
		/Quality 15
		/TileHeight 256
		/TileWidth 256
	>>
	/CompatibilityLevel 1.6
	/GrayImageDownsampleType /Bicubic
	/PDFXOutputCondition ()
	/PassThroughJPEGImages false
	/CannotEmbedFontPolicy /Warning
	/AllowPSXObjects true
	/LockDistillerParams true
	/ConvertImagesToIndexed true
	/GrayImageMinResolutionPolicy /OK
	/PDFXBleedBoxToTrimBoxOffset [
		0.0
		0.0
		0.0
		0.0
	]
	/AutoPositionEPSFiles true
	/PDFXTrimBoxToMediaBoxOffset [
		0.0
		0.0
		0.0
		0.0
	]
	/DownsampleGrayImages true
	/PDFX1aCheck false
	/CropGrayImages true
	/CalGrayProfile (Gray Gamma 2.2)
	/CropMonoImages true
	/SubsetFonts true
	/ColorImageDownsampleType /Bicubic
	/CheckCompliance [
		/None
	]
	/PreserveOPIComments false
	/PreserveOverprintSettings true
	/EncodeMonoImages true
	/MaxSubsetPct 100
	/ColorImageMinDownsampleDepth 1
	/ColorImageDict <<
		/VSamples [
			1.0
			1.0
			1.0
			1.0
		]
		/QFactor 0.4
		/HSamples [
			1.0
			1.0
			1.0
			1.0
		]
	>>
	/OPM 1
	/StartPage 1
>>
setdistillerparams
<<
	/PageSize [
		612.0
		792.0
	]
	/HWResolution [
		600
		600
	]
>>
setpagedevice


