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Abstract

Background There is increasing recognition of the Internet’s

potential role in providing information and support for people liv-

ing with long-term conditions. However, how young people and

parents use online forms of self-care support in the context of liv-

ing with childhood chronic illness has been under-researched.

Objective To explore how online peer support is used by young

people and parents to support self-care in relation to cystic fibrosis

(CF).

Setting and participants Online forum for young people and

parents based on a CF charity website. A total of 279 individuals

participated in the forum during the study.

Design An online ethnographical approach, involving observing,

downloading and analysing discussion group postings. All postings

made over a random 4-month period were included (151 discus-

sion threads).

Results The online setting enabled a physically disconnected group

to connect and create a safe space to collectively share experiences

and receive support to manage and live with cystic fibrosis. Partici-

pants exchanged experientially derived advice and views on how to

manage treatments, emotions, relationships, identity and support

from services. While parents sought information and support on

managing specific therapies/services and ways of maintaining their

child’s health, the information and support young people desired

appeared to be more directed at how to ‘fit’ CF into their every-

day lives.

Discussion and conclusions Online support groups appear to sup-

plement professional support in relation to self-management. They

enable young people and parents to share experiences, feelings and

strategies for living with long-term conditions with peers and

develop the expertise to empower them in interactions with health-

care professionals.
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Introduction

The increasing role of the Internet in everyday

life is changing the self-care support landscape

for people with long-term conditions. Originally

seen largely as a health information resource,

the Internet is increasingly used for the delivery

of self-management programmes and is her-

alded as the key arena for support.1 Internet

health studies have investigated three broad

areas.2 Firstly, how access to specialized infor-

mation can transform relationships with health-

care professionals by enabling patient involve-

ment in decision making.3,4 A second body of

research has examined the medically defined

accuracy and quality of health information pro-

vided by websites.5–7 A third body of research

has investigated the dynamics of virtual com-

munities across a range of different condi-

tions.8–10 It is within this latter body of research

that the study reported in this article is situated.

Online communities and self-care support

The Internet has extended the meaning of com-

munity from one based on a shared geographi-

cal location to one where the community is

relational, based on a shared interest or pur-

pose but devoid of face-to-face interaction and

physical locality.11 Over the past decade,

increasing use has been made of online peer

support particularly in the form of asynchro-

nous discussion groups.10,12,13 In particular,

online forms of social support have prolifer-

ated for stigmatizing conditions and those

which are poorly understood by the medical

community.14,15 The role played by online

support groups in relation to a range of health

conditions and life situations has been

examined.8–10,16–19

Exchanging information has been found to

be the main form of support provided by

online groups.3,4,10,13,20 The emotional support

role they play by providing opportunities for

sharing experiences and receiving and offering

social support within a ‘safe’ space has also

been recognized.10,20–22 It is apparent that there

are similarities between the support offered by

peer face-to-face support groups and online

groups,10,20–22 with the same potential to

engender feelings of fear, uncertainty and dis-

approval.9,13 The advantages and disadvan-

tages of online health-related communities are

well recognized (Table 1). While there is no

robust evidence in terms of effectiveness of

online support groups,23–25 studies report that

participants perceive personal benefits in terms

of feeling better informed, having increased

social confidence/self-esteem and increased

access to social support.9,13

Methodologically it has been noted that

online communities provide a different insight

into experiences than that obtained via inter-

views because they allow insight into the expe-

riences ‘of the moment’ and reflections that are

a product of interaction with multiple peers

rather than with a single researcher.22,26

Online support for young people and parents

Interest in how young people use the Internet

for information and social interaction is grow-

ing, including its potential role in providing

peer support. Studies have highlighted how

young people see the Internet as an important

information resource.26,27 While Internet and

computer-based self-management interventions

have been developed for young people with

long-term conditions, few include peer sup-

port.28 However, research focusing on online

support groups suggests that they can be an

important source of social support for young

people.29–35 Young people appear to value

their anonymity for enabling them to freely

express their emotions.29,34,36 Negative aspects

of online support have been less frequently

reported although discomfort with online inter-

action has been noted.29,33

The Internet appears to be an important

resource for parents to obtain not only ‘fac-

tual’ information but to interact with other

parents and receive more experience-based

advice about a range of child-related issues.37,38

Studies examining parents’ use of online com-

munities suggests that they play an important

role in providing information, emotional and
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social support.39–45 However, it has also been

noted that they can engender negative

emotions.39,41 In addition, their tendency to be

dominated by mothers can lead fathers to

feeling marginalized.44

Study context: the online community

The aim of this study was to explore how online

peer support is used by young people and par-

ents to support self-care in relation to cystic

fibrosis (CF). Focusing on CF is pertinent as

young people with CF rarely have face-to-face

contact with others with CF due to the wide-

spread use of segregation policies by health-care

organizations to prevent cross-infection with

Burkholderia cepacia (leading to reduced lung

function); therefore, online support groups

could play an important social support role.

The online support group that was the focus

of this study was located on a CF charity’s

website. There were separate asynchronous

discussion groups (DG) for young people, par-

ents, adults and partners of people with CF.

When registering, people assigned themselves a

username and there was no formal verification

of age, relationship or whether they had experi-

ence of CF. The study focused on DGs for

young people and parents/carers. Each DG

contained chains of interrelated messages

structured under topic headings. Participants

registered to post messages, but postings were

publicly accessible.

Research methods

The methodology used in this study was virtual

observation (sometimes referred to as netnog-

raphy or online ethnography), an emerging

approach that has adapted ethnographical

methods to explore the social interactions of

online communities.46,47

All postings made to the young people and

parent DGs over a random 4-month period

Table 1 Advantages and disadvantages of online health-related communities2,4,8–10,17,38

Advantages Disadvantages

Absence of geographical barriers Inequity of access and creation of a ‘digital divide’

Absence of temporal barriers Difficult to detect conversational nuances as non-verbal

elements of communication are missing. Consequently the

meaning of messages can be misinterpreted

Anonymity means that participants do not have to worry

about their appearance or socio-demographical

characteristics affecting the responses of others

Anonymity and the virtual nature of the group can lower the

threshold of acceptable behaviour leading to socially

inappropriate and aggressive messages

Facilitates open discussion of sensitive issues due to

anonymity and disembodied nature of

communication

As there is a lack of control of information exchange,

participants can be confronted with the negative aspects of

different conditions and have to contend with negative/

pessimistic participants

Participants can control their level of participation and play

a passive or an active role

There is the potential for the exchange of inaccurate and

potentially dangerous information

Access to an increased number and diversity of

perspectives and resources

Asynchronicity means that there is a time lag before

participants receive a response

Useful for people with rare conditions and

for disabled people

Potentially addictive and may lead to a decrease in face-to-

face socialization

As a text-based medium, the process of writing about

feelings may be therapeutic in itself

May provide insight into the experiences of those with long-

term conditions for health professionals and relatives

Financial costs said to be ‘reasonable’ for stakeholders

Enable exchange of information about particular conditions

and treatments
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were selected for inclusion apart from those

relating to fundraising and non-CF issues (for

example, favourite television programmes).

During this period, there were 182 participants

on the parent’s DG and 97 participants on the

young people’s DG. Virtual non-participation

methods were used which involved observing

and downloading the postings. A total of 103

(88 152 words, 721 postings, average length

125.5 words) discussion threads from the par-

ent DG and 48 (29 000 words, 283 postings,

average length 102.7 words) from young people

DG were included in the analysis. Observa-

tional notes were also made during the period

of data collection to record observations on

the interactions occurring and emergent

themes.

The discussion threads were downloaded

into Word documents and imported into

NVivo for analysis. The data were coded using

an inductive grounded theory approach to

identify themes and patterns emerging from the

data.48 Through the constant comparison pro-

cess, data were grouped into codes and over-

arching themes (Table 2). Both authors were

involved in this iterative process. Data extracts

are presented as they were typed and spellings

are not corrected. Word deletions are signified

by [. . .].

Ethical issues

Online research blurs the distinctions between

public and private spaces which make conven-

tional ethical guidelines regarding anonymity,

confidentiality and informed consent unclear.47

Whether sites which allow people to post and

read text with little or no restriction can be

conceptualized as public spheres has been

debated as has whether the use of postings as

research data requires consent.47,49,50 It is

though unlikely that participants expect their

posting to be used and presented as data in

research reports. In this study, the postings from

the online groups were openly accessible to the

public. To protect users’ anonymity, their name/

alias and any content that risks identification

have been removed from data extracts. While

consent was not obtained from online partici-

pants, permission to observe the groups for the

purposes of research was obtained from the

charity. Participants were informed about the

researchers’ presence and provided with infor-

mation about the study. The study was approved

by a United Kingdom National Health Service

(NHS) Research Ethics Committee.

Findings

This section examines how participants used

the online DGs and the issues on which they

sought support before presenting the five

themes emerging from the analysis in relation

to the nature of support provided.

The online context

Discussion group topics

In terms of broad topic areas, the majority of

postings from parents related to managing CF

(Table 3). Although the young people posted

queries relating to the management of medica-

tions/therapies, their postings revealed more of

a concern about how to live with CF (Table 4).

For both groups, the discussion groups provided

an opportunity to discuss their feelings. Both

young people and parents posted about their

relationships with others. For young people, this

related mainly to their peers; however, parent

postings were dominated by discussion about

relationships with health-care professionals.

The online culture: communication styles and

community

There was a core of regular participants who

had developed strong relationships with one

Table 2 Support provided by online groups: emergent

themes

Theme

Managing treatments

Managing emotions

Managing relationships

Managing identity

Managing support

ª 2015 John Wiley & Sons Ltd

Health Expectations, 19, pp.309–321

Online Support and Cystic Fibrosis, S Kirk and L Milnes312



another which in some cases had led to ‘offline’

relationships through face-to-face meetings or

interaction via social networking sites, email

and text messaging. Other individuals appeared

to post messages only when they were experi-

encing a particular problem and did not engage

in providing support to others. There was evi-

dence of cross-posting, of young people and

adults with CF posting messages to the parent

group and parents posting messages in the

young people group. These postings were sup-

portive and provided an alternate perspective

on the topic being discussed.

Anonymity did not appear to be a concern

for most participants. Although most partici-

pants used a pseudonym as a user name, they

frequently used actual names in their postings.

A striking feature was the personalization of

postings through the inclusion of photographs

and signature lines providing information

about family context (‘mother of a 6-year-old

girl with CF’), philosophy on life (e.g. ‘Its not

the years in your life that count, its the life in

your years.’) or tributes to friends/relatives

who had died. From the usernames given, it

appeared that it was mainly mothers participat-

ing in the parent group. Both males and

females appeared to be participating in the

young people’s group.

Participants usually posted about a problem

they were experiencing which was then

responded to by other participants. The origi-

nal poster often returned to thank the group

for their support. Indeed, there was a sense of

synchronized conversations in many threads.

There were occasional misunderstandings due

to the absence of non-verbal communication

and the use of emoticons to indicate tone was

commonplace. Messages were informal in char-

acter, varied in length and in common with

many cybercultures, there was a lack of con-

cern over spelling and grammar. The use of

humour, warmth and affection was evident

particularly in the parent discussion group.

Many participants appeared to have formed

emotional bonds with one another as postings

reflected a high degree of intimacy and trust

with discussion of personal feelings and rela-

tionships. While parents mainly used the site to

seek specific advice or emotional support,

young people used it as a social networking

site, making postings to ‘catch-up’ with one

another, either at home or when hospitalized:

hey Tina welcome back! how did you get on with

the exams? i’m good thanx, back on the IV’s in

June. how are you?

aww i’m gd. on my Iv’s atm. halfway there! yay!
a week is too long though. i feel like pulling the

needle out! glad to hear you’re feeling good. i

think i need a bronch to! havent had one in ages

and sometimes you can just tell you need one!
now is one of these times! (but don’t tell the

doctor! )

Group norms appeared to have been estab-

lished in relation to socially acceptable discus-

sion topics and interactional style. There was

no evidence of impoliteness or ‘flaming’ and

postings expressing feelings of anger were seen

as acceptable as long as they were not directed

Table 3 Parent discussion group topic areas (105

discussion threads)

Topic area

Number of

discussion

threads

Percentage

of

discussion

threads

Managing cystic

fibrosis

treatments

85 81.0

Feelings about

cystic fibrosis

13 12.4

Professionals and

services

9 8.6

Connecting/

reconnecting

with the group

9 8.6

Benefits/finances 7 6.7

Nursery/school

experiences

6 5.7

Relationships

with others

5 4.8

Other (e.g. transfer

to adult services;

explaining cystic

fibrosis to

children; dying)

9 8.6
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at participants (‘ooh rant away, thats what the

forum is for!!’). On the parent site while there

were some incidents of censuring and conflict,

it appeared that participants concerned about

risk of censure prefaced messages with com-

ments such as ‘you’re going to hate me for this

but’. There appeared to be some self-regulation

of online communication in terms of the advice

being provided. Indeed, participants would

contradict the advice of others and also advise

parents to contact health-care professionals.

Formal online moderation only appeared to

occur when personal information was shared.

Although the groups were a place where neg-

ative emotions could be expressed, it appeared

that there were boundaries to this. Indeed, the

online group was not always seen as being an

appropriate place to discuss certain experiences

and feelings:

This is a short post. I ashamed to say I often feel

the same (perhapes manage it a little better

though). I dont want to open up on this subject

on here though. Feel free to email me on XXX

(Parent DG)

The life-limiting nature of CF was not

explicitly discussed apart from one parent ask-

ing for information about the process of death.

Rather group norms appeared to be directed at

maintaining a positive outlook, developing a

sense of hope and discussing the day-to-day

impact of illness on the young person/parent.

Participants’ personal experiences of CF

were the basis of the emotional and informa-

tional support provided. They exchanged expe-

rientially derived advice and views on their

strategies for managing treatments, emotions,

relationships, identity and support from

services, often giving detailed descriptions of

how they had personally managed different

situations.

Managing treatments

Participants sought advice and support about

how to manage different treatments and thera-

pies. In response, participants shared their own

personal experiences as a means of offering

information and emotional support. Users

acknowledged the difficulties of managing and

living with complex drug regimens/therapies

drawing on examples from their own experi-

ence but encouraged others to persevere by

highlighting the potential for this to be have

future positive benefits.

I know its horrible, but they’re not going to take

it out just because you don’t use it, so do the

feeds, show that you can eat enough to replace a

few feeds so that your Doc will reduce the

amount you need, and before you know it,

they’ll be saying ‘OK, try not using it for a few

months, and if you gain weight on your own,

you can have it out’ (Young person DG)

The DGs provided the opportunity to

inform treatment decision making by enabling

participants to discuss treatment options with

those with direct experience. Participants

described their experiences and reflections on

making particular decisions (e.g. portacath

insertion) and the subsequent impact on their

health and lives. Participants shared advice on

how to integrate complex treatment regimens

into everyday life, for example how exercise

and physiotherapy could be reconstructed as

family activities to promote the young person’s

engagement.

Table 4 Young people’s discussion group topic areas (48

discussion threads)

Topic area

Number of

discussion

threads

Percentage

of

discussion

threads

Living with cystic

fibrosis

26 54.2

Connecting/

reconnecting

with the group

16 33.3

Experiencing negative

feelings

14 29.2

Managing cystic fibrosis

treatments

13 27.1

Relationships with others 8 16.7

School experiences 7 14.6

Being in hospital 6 12.5

Parent seeking advice 5 10.4

Other (e.g. benefits,

transfer to adult services)

6 12.5
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Have you tried going swimming together just the

girls in yr family make exercise fun and then

when she has done it go and have lunch together

or buy her a treat, That has worked with my son

13. (Parent DG)

We used to use straws – blowing cotton wool

balls across the kitchen table – actually our phy-

sio who has retired showed us this one – it was

great fun when we all joined in as a family. (Par-

ent DG)

The online DGs provided a frame of refer-

ence for what was ‘normal’ in relation to CF;

some postings reflected a need to assess

whether certain symptoms were ‘normal’ (e.g.

fatigue, pain, body image changes; treatment

side-effects). Participants expressed reassurance

from knowing others shared their experiences

and feelings. While participants mainly based

their advice and support on their own personal

experience of CF, suggestions were made to

seek information from others such as health-

care professionals.

Managing emotions

The DGs provided an outlet for young people

and parents to express their emotions. It was

apparent that it was seen as a safe space for

sharing feelings of isolation, sadness, difference

and frustration. For some, the opportunity to

express their feelings and frustrations was

cathartic in itself as they were able to tell their

story to an audience who could understand

and relate to their experiences. The response to

postings expressing negative emotions dis-

played empathy, with participants acknowledg-

ing and confirming that such feelings were

justified. Moreover normalization of feelings

was evident as participants emphasized that

individuals were not alone in experiencing such

feelings.

Hey, You are certainly not alone! I think every-

one with CF has felt like tha sometimes. I know

for a fact I hve felt like why do I bother but I

tend to do it when i’m well bcoz i cant see any

difference when i take my tablet sna if i miss them

but I’ve learnt now that i have to do my nebs

and stuff (Young person DG)

i know it is difficult at times but u always have

here to vent ur concerns there are lots of parents

on here who will recognise what ur feeling, keep

ur chin up and keep doing what ur doing, take

care (Parent DG)

Participants shared strategies they themselves

had found helpful in managing negative

emotions, which included sharing feelings with

others, being positive and living in the present.

I think it is good to have a cry sometiimes, like

Unless your friends have cf or soething else, they

dont really know what your going through, and

its good to talk to one of your parents about Cf

and how you feel. (Wow! Im starting to talk

more like a parent:) ) (Young person DG)

I am a happy and upbeat person; I am positive

most of the time and always look on the bright

side of life. I see the good things in life and look

past the bad. Because life is for living. Why be

sad and depressed when there is a big world out

there full of great and wonderful things. (Young

person DG)

I know that you are bound to worry about the

future but my advice is to take each day as it

comes. If your child is well then go out,have fun

and make the most of it. If they are ill then put

on your smile and tough it out. Try not to let cf

take over your lives – stress is bad for kids it

makes them poorly! Good luck. (Parent DG)

Participants emphasized their availability

and that of the online community to provide

support for one another. These postings

emphasized a sense of community using the

terms ‘we’ and ‘us’.

We are here if you need us so feel free to post

and hopefully we can help. In the mean time

keep strong. (Parent DG)

If you ever need someone to talk to, let us know

or send me an email. I am here most days and

will try my best to help you (Young person

DG)

Managing relationships

Participants used the DGs to discuss problem-

atic relationships with others. For young
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people, this mainly related to peer relation-

ships, with diagnosis disclosure of particular

concern. Participants encouraged them to be

open about their condition or to restrict this

knowledge to their circle of close friends.

why don’t you clear the air and tell your closest

friends, and the people who don’t need to know,

don’t tell them. hope this was helpful

Some young people were experiencing bully-

ing at school, and participants responded to

these postings by sharing their own experiences

and advising on different strategies to manage

this situation. Woven through these postings

were messages which appeared to aim at build-

ing the young person’s confidence and self-

esteem, with young people with CF being

ascribed with particular strengths and qualities.

Be strong and take no notice of them bullies.

You keep your head held high and study hard

because school will be over before you know it

and you will be going to collage. Rember you

are the bright one.

At the end of the day, those bullies are igno-

rant know-nothings who will end up doing

nothing with their lives whereas you will soar

high above them. CF definitely gives you the

drive to really go for what you want and hav-

ing to cope with so much makes you more or-

ganised and more mature and those are some

worthy traits right there

Parents described problematic relationships

with teenage children resulting from conflicts

over engagement in treatment regimens and

condition management. Support was provided

through postings that highlighted the shared

nature of this experience. Participants advised

parents to reflect on potential reasons for their

childrens’ responses as well as describing strate-

gies that could be tried.

Oh Molly i wish i had a magic wand. Teenag-

ers are a different breed. CF Teenage Girls are as

bad as it can get Your youngest one is going

through a phase. I know it’s hard for you but it

isn’t your fault. She is taking time out from CF

& she doesn’t realise the damage she is doing.

You do & that’s what’s so hard. My heart goes

out to you.[. . .] At the end of the day, it’s their

bodies, their lives. We nurture them so that they

can become independant Adults 1 day, we hope

Your daughter still has those strong

foundations that you taught her. She grew up

with the CF regime. She knows the do’s &

Don’ts. You will get through this stage. Sending

you a big hug, x x x

I have given her full independance for her own

treatments, she sets up her own nebs, does her

physio & takes her tablets. If im lucky, it gets

done but lately she’s not bothering. So after

much shouting, eye rolling (from her) & tears

(from me!!) ive managed to get her to make a

link between her ambition of going to college full

time & not doing treatments now [. . .] You need

to try & work out if he’s not doing it because

he’s in denial, because he doesnt really under-

stand why it should be done if he’s well, or if like

N, he’s bone bloody idle!! Once you can work

out the whys its easier to work out a way of get-

ting thro to him.

Parents also sought advice on how to man-

age relationships with family members. Some

mothers described feelings of frustration over

their partner’s lack of involvement in caregiv-

ing which in some cases appeared to reflect

fathers’ difficulties in accepting a CF diagnosis.

While other mothers encouraged participants

to discuss their feelings openly with their

partners, a father provided an alternative

perspective.

Women (in general, not all, so please dont

pounce) often seem to want to talk it out, discuss

their feelings and open up. Men, often dont.

They see it as a problem that needs to be solved.

Like fixing a car or working out a sum. We

search for a solution often at the expense of

addressing our partners feelings (I guess I get this

wrong my fair share). If we cant solve the prob-

lem that bothers us (e.g. CF) we might take it

out on other projects e.g. mowing the lawn, lay-

ing patio. I tend to go for a run or a bike ride

rather than talk. If this happens it doesnt mean

we dont care its just that that is what seems to

help. Talking often makes me feel worse, espe-

cially if it isnt structured toward a solution or

plan. Comprimise is needed to ensure both par-

ties get their share at what helps them cope.

Parents could also experience difficulties in

family members accepting the restrictions
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placed on children with CF, for example

around diet. Postings from other participants

encouraged them to ‘stand your ground’ and

‘stay strong’ when interacting with family

members and reassured them of the appropri-

ateness of their actions.

Managing identity

In postings, participants validated parents’

actions and feelings by referring to these as

indicators that they were ‘great parents’ which

served not only as a way of developing their

self-esteem and competence but also their iden-

tity as ‘good’ parents.

my daughter is 15 now but i remember like it

was yesterday going through the stuff u r now

and to be honest u sound like a great mum and

my only advice is a mum knows best just listen

to your heart and u wont go far wrong.

just keep doing what ur doing as i bet u r a great

mum but at times i think we all need a little reas-

surance and all think well what if i did this dif-

ferently, we cant change who we are nor who are

kids are but have to try and be as strong as we

can, i know it is difficult at times but u always

have here to vent ur concerns there are lots of

parents on here who will recognise what ur feel-

ing, keep ur chin up and keep doing what ur

doing, take care

Young people emphasized their ‘normal’

identify in postings, describing the normality of

life with CF.

People always say to me is, ‘How do you do it? I

couldn’t go through it all’ They never understand

that this is the normal to me. I know no different

to the way my life is now. Just like every other

VF will say. So therefore, I don’t miss what I

haven’t got or haven’t had and I am grateful for

what I have got not what I haven’t.

Indeed, participating in the DG normalized

feelings and experiences further as well as

boosting feelings of self-esteem and confidence

through postings emphasizing the inherent

strengths of people with CF.

i always look on the positive and think of it as

being special, i think you do have to be a special

person to have cf and to cope with cf,lots of peo-

ple would crumble

Developing a positive self-identity contrib-

uted to wider norms of building and maintain-

ing a sense of hope amongst participants.

Managing support from services and

health-care professionals

Parent participants sought and received sup-

port about how to negotiate relationships and

interactions with health-care professionals

(usually the CF multidisciplinary team). Partic-

ipants provided explanations for particular

professional actions, for example the need for

particular tests or proceeding with particular

treatments/therapies. Postings displayed a mix-

ture of reassurance and information giving as

well as advice on how to manage a future

consultation.

Your consultant maybe holding off because ports

do have an expiry date (usually when the child

grows too big and they stretch the port line too

much) so he maybe wanting her to be a bit more

grown before they fit her first one. They may

also not think that her run of bad health will

continue much longer in which case you might

not be needing it in 12 months time. I would ask

them for a specific explanation about why they

won’t do it now and then ask what they would

do if you insisted. I think you need their full rea-

sons before you know whether to push it

At the same time, participants advised par-

ents to take an assertive stance and question

medical decision making.

I just wanted to say that I think your attitude

towards your son’s care is fantastic. I know a lot

of parents struggle to stand up to/question medi-

cal staff (including my mum when I was younger)

so it’s great that you have already managed to

gain the confidence to do it when your son is still

at such a young age.

Postings on the young people’s DG related

to their sense of frustration that health-care

professionals appeared unsupportive of their

desire to participate in ‘normal’ teenage activi-

ties and thus support the development of a

‘normal’ identity.
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It seems like they say that you shouldn’t let CF

control you, then they insist upon CF being an

absoulte priority- over Parties and other great

things. [. . .] what is the point of all this health-

care if you aren’t using it to ‘earn’ a step closer

to normality they need to learn to let you have a

balance between health and life

Participants were encouraged to remember

that ultimately they, not health-care profession-

als, had control over their lives and identities:

Just remember they don’t control who you are

and what you do. . . whatever they say.

Discussion

This study has contributed to knowledge by

examining how young people and parents use

online forms of self-care support in the context

of living with childhood chronic illness, in this

case CF. The use of an online ethnographic

approach has illuminated how peer support is

exchanged and provides insight into the nature

of the interactions occurring between young

people and between parents, data that cannot

be captured in face-to-face interviews.22,29

Detailed reflexive accounts have been generated

from peer interaction rather than interaction

with a researcher which may have provided a

more authentic account of how young people

and parents experience and manage chronic ill-

ness. There are limitations to the study that

relate to the use of online ethnography. Back-

ground information about participants and

their social context is largely absent, and

responses could not be probed nor additional

details elicited. In addition, the findings relate

to one particular online support group for one

long-term condition during a specific 4-month

period.

The online groups appeared to enable a geo-

graphically dispersed and physically discon-

nected group to connect and create a sense of

community. A safe space had been developed

where participants could collectively share their

experiences and feelings and receive support in

the form of experientially derived personal

strategies for managing and living with CF.

Previous studies have similarly highlighted the

role that virtual and face-to-face peer support

groups can play in reducing social isolation

and creating a community where feelings and

experiences can be normalized.32,35–37,39,46,47

For young people in particular, the importance

of peer relationships and integrating peer

support into self-management programmes is

recognized.33,51 However, incorporating peer

support for young people with CF has been

previously constrained by physical segregation

policies.

The safety of the online group was a conse-

quence not only of participant anonymity but

also a product of the supportive, trusting rela-

tionships that appeared to have been developed.

This characteristic of collective support is

important for participants to freely share

feelings and experiences.22,30,34,40 However, it

appeared that there could be boundaries to what

was appropriate to discuss that was influenced

by a group norm of building and maintaining

hope. Other research has similarly discovered

that online group norms are established that

determine acceptable discussion topics8

While parents sought information and sup-

port on managing specific therapies/services

and ways of maintaining their child’s health,

the information and support young people

desired appeared to be more directed at how to

‘fit’ CF into their everyday lives. The differing

priorities of parents and young people in rela-

tion to living with long-term conditions have

been highlighted previously52,53 and have wider

implications for developing self-care goals,

patient-reported outcome measures and in

understanding health expectations. Indeed,

young peoples’ desire to ‘background’ or ‘nor-

malize’ CF is reported in other studies.54,55

The literature suggests that health-care pro-

fessionals can have concerns over the Internet

promoting ‘inappropriate’ self-management

and challenging their power and status as

experts.56,57 However, there is no evidence of

the harmful effects of online support groups27

and consequently can be recommended by

health-care professionals. Moreover in this

study, participants regularly advised members
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to seek professional advice and highlighted

potentially unsafe information in postings. In

postings, it was also apparent that participants

attempted to build individuals’ self-esteem,

which in combination with the sharing of

information and support, may promote

empowerment. The potential of online support

groups to foster empowerment, potentially

changing relationships with health-care profes-

sionals to ones based on partnership, has been

noted in previous research.58–60 This study sug-

gests that online support groups supplement

professional support, enabling young people

and parents to share experiences, feelings and

strategies for living with long-term conditions

with peers and develop the expertise to

empower them in interactions with health-care

professionals.
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