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Abstract

1
2

Evidence suggests that medical services do not reflect the increased involvement of fathers in

3

childcare, a discrepancy that can often lead to feelings of exclusion and inequality. Fathers who

4

have a child with Down syndrome may encounter many different health professionals during

5

their child’s life, therefore it is important to consider this relationship, and investigate the factors

6

that influence their experiences. This is particularly important because the limited research

7

focusing on fathers suggest that those who have a child with Down syndrome can experience

8

increased stress levels and lasting feelings of loss and grief. It is therefore important to address

9

their relationships with health professionals, as these may be a significant resource to prevent

10

these feelings. This study used interpretative phenomenological analysis (IPA) to explore the

11

experiences of seven fathers who have a child with Down syndrome, focusing on their

12

interactions with health professionals. The analysis showed that the major factors associated with

13

negative experiences were feelings of exclusion, receiving overly negative information about the

14

condition and a perceived lack of on-going support. Positive experiences were associated with

15

being made to feel like an equal parent, being given direct/clear information and being

16

congratulated on the birth of their child. These results provide an insight into what fathers expect

17

in terms of their own and their child’s care and highlight that health professionals have an

18

important and extensive role in influencing fathers’ experiences of Down syndrome.

19

Key words: Down syndrome, Fathers, Interpretive phenomenological analysis, Health

20

professionals, Diagnosis.

21
22
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Introduction

1
2

Down syndrome (DS) is one of the most common chromosomal alterations with an

3

estimated prevalence of 1 in every 1,000 births in England and Wales (Down’s Syndrome

4

Association 2016). Living with DS can present diverse and complex medical and social needs

5

(Karmiloff-Smith et al. 2016). As such, caring for a child with DS can present particular

6

challenges for parents and families, therefore it is important to understand the needs of these

7

families in order to increase parental and also child wellbeing. However, despite the prevalence

8

of the condition, families who have a child with DS are often included in research studies under

9

the umbrella of families who have a child with a number of disabilities (e.g. Minnes & Steiner

10

2009; Pelchat, Lefebvre, & Perreault, 2003; Rice, Gray, Howlin, Taffe, Tonge, & Einfeld, 2015).

11

Furthermore, the majority of studies looking specifically at DS are presented from the female

12

perspective, with research tending to focus on reporting data solely from mothers (e.g. Pillay,

13

Girdler, Collins and Leonard, 2012; Gabel & Kotel, 2015; Choi &Van Riper, 2016). This means

14

that despite there being an identified need, fathers who have a child with Down syndrome are

15

frequently under-represented in current literature (Buckley, 2002; Cuskelly, Hauser-Cram, &

16

Van Riper, 2008).

17

Research that is focused on fathers is important because fathers’ involvement in childcare

18

has increased in the past 10 years (Boström & Broberg, 2014; Burgess, 2008; Yogman, Garfield

19

& Committee, 2016). Therefore, more research is needed into this group to reflect this more

20

modern parenting practice. Although this increase may be attributed to a number of factors, such

21

as an increase in paid paternity leave, a greater focus on mothers returning to the workplace and

22

a shift in societal perceptions of gender roles, fathers involvement in child rearing is not always

23

reflected in policy and social attitudes (Burnett, Gaterell, Cooper & Sparrow, 2012; Yogman,
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1

Garfield & Committee, 2016 ). Indeed, in a health care setting research suggests that this

2

changing dynamic is not always supported and many studies report that fathers often feel

3

excluded or side-lined by health professionals (Berlyn, Wise, & Soriano, 2008; O’Brien, 2005).

4

For fathers who have a child with a disability, who often come into contact with many different

5

health professionals during the care of their child, reports of feeling marginalized and excluded

6

are unfortunately common (Huang, Tsai & Kellett 2012; Locock & Alexander 2006; Robson,

7

2002; Towers, 2009,). The impact of feeling excluded and undervalued should not be

8

underestimated. Feelings of helplessness, isolation and even panic have been reported by fathers

9

as a result of feeling excluded during hospital visits (Backsrom & Hetfelt Wahn 2011; Deave &

10

Johnson, 2008). Furthermore, despite the fact that fathers often report a high level of respect for

11

health professionals and an appreciation of their potential as a source of support, frequently

12

feeling disregarded or ignored by health workers can act as a barrier to this support (Salzmann-

13

Erikson & Eriksson, 2013). This may be particularly important for fathers who have a child with

14

additional needs. Skotko, Levine and Goldstein (2011) for example found that fathers were less

15

likely to utilize ‘non-profit organizations’ as a means of support than female respondents. This

16

means that there is a greater need for health professionals to ensure these fathers are receiving

17

adequate care and attention in order to support their positive wellbeing.

18

Purpose of the study

19

Although the importance of these interactions is well understood, the contributing factors

20

to these feelings have not been extensively explored. For fathers who have a child with Down

21

syndrome their interactions with health professionals may be particularly important as feelings of

22

exclusion or isolation may worsen or contribute to the higher reported stress levels of parents

23

who have a child with the condition compared to parents of typically developing children
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(Hodapp, 2007). Furthermore, studies report that fathers who have a child with DS can

2

experience initial feelings of trauma at the diagnosis (Hornby, 1995) and also on-going feelings

3

of loss and grief (Fleming, 2013), which may be worsened by feelings of exclusion.

4

5

An investigation of the factors that influence interactions with health professionals would

5

be useful to enhance parental experiences and prevent feelings of exclusion acting as a barrier to

6

good supportive relationships. Focusing specifically on fathers prevents the lack of or loss of

7

their voice in studies that look at both parents but often have an overwhelming, yet unintentional,

8

female respondent bias (e.g. Hippman, Inglis, & Austin, 2012; Lockock & Alexander, 2006). In

9

order to build a more comprehensive picture about what fathers who have a child with DS

10

require from health professionals, the current study explored the experiences of fathers around

11

the time of receiving a diagnosis of Down syndrome in their child and also their experiences in

12

the on-going care of their child. In-depth interviews were utilized to understand their broad

13

experiences and to examine the links that fathers themselves made between positive and negative

14

experiences and the behaviors of health professionals. During the interviews participants were

15

asked to describe a positive and negative experience they had with health professionals. This

16

article focuses on their responses.

17
18

Health professionals and fathers who have a child with Down syndrome

Methods

1
2
3

6

Participants
The target sample were participants who met the following inclusion criteria: a male who

4

assumes a paternal parenting role to a child with Down syndrome and was in contact with the

5

child at the time of diagnosis. A suggested target of between 6 and 10 interviews to be conducted

6

and analyzed was set in accordance with guidelines for IPA in Turpin, Barley and Scaife (1997).

7

IPA is a highly descriptive method guided by three core concepts, phenomenology, hermeneutics

8

and idiography (Smith et al. 2009). Therefore, small sample sizes allow the idiographic focus on

9

the particular, allowing the experiences of each individual participant to be analyzed and

10

explored in depth. Fathers were recruited via a U.K city Down syndrome support group. An

11

email was circulated via the support group administrator with a participant information sheet and

12

consent form attached. Participant information sheets were also handed out, by the researcher, at

13

the monthly support group meetings. Seven, out of the eight fathers who met the inclusion

14

criteria and were approached, agreed to be interviewed.

15

All seven of the participants were given pseudonyms: Steve, James, Tim, Neil, Harry,

16

David and Max. The age of participants ranged from 36 to 48 years old. The average age was 41

17

years old. The average age of their child with Down syndrome was four years, with the ages

18

ranging from two to seven years old. All of the participants were biological fathers to their

19

children and were currently co-habiting and in a relationship with their child’s mother. For three

20

of the participants their child with DS was their first and only child, for two of the participant

21

their child with DS was their oldest child with a younger sibling without DS and for the final two

22

participants their child with DS was the youngest of multiple older siblings without DS. All of
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the participants were currently in employment; two worked part-time, five worked full-time.

2

Two of the participants received a pre-natal diagnosis of Down syndrome in their child; the

3

remaining five received a post-natal diagnosis.

4

Data collection

5

7

Semi-structured face-to-face interviews were conducted at a location of the participants

6

choosing. An interview guide was constructed composed of 15 open ended questions following

7

guidelines in Smith, Flowers and Larkin (2009) (Appendix 1). All interviews were conducted by

8

the first author. Additional questions were asked to follow up interesting points mentioned by

9

the participants and the participants were asked to clarify any points that they had made to ensure

10

that the interviewer understood their accounts. Of the seven interviews, three were conducted in

11

the participants’ home, three in a local café of the participants choosing and one was conducted

12

at the support group meeting in a quiet room. The interviews ranged in length from 42 minutes to

13

one hour 33 minutes

14

Ethical approval for this study was obtained via the Cardiff University School of medicine

15

research and ethics committee.

16

Analysis

17

Interpretive Phenomenological Analysis (IPA) was used to explore fathers’ accounts of

18

their interactions with the health professionals involved in their child’s care. IPA is a qualitative

19

research method concerned with the exploration of how individuals experience and interpret a

20

given phenomenon and has been effectively used in previous studies to explore the experiences

21

of being a parent to a child with a genetic condition (e.g. Forrest Keenan,van Teijlingen, McKee,
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Miedzybrodzka, & Simpson, 2009; Rivard & Mastel-Smith, 2016). The following analysis

2

methodology was constructed for this project based on recommendations for IPA in Smith,

3

Flowers and Larkin (2009), Smith and Eatough (2012) and Turpin et al. (1997).

4

The interviews were transcribed after the interview at the soonest possible convenience.

5

Reading and re-reading of the transcript was then performed followed by initial noting of

6

thoughts and interpretations in the margins. These thoughts were then processed into emergent

7

topics or subordinate themes. These subordinate themes were then clustered into groups

8

representing basic themes that have a similar meaning. After all the interviews were conducted

9

and all the transcripts had been analyzed, the basic themes for all of the interviews were

10

constructed under superordinate themes. This was achieved by further clustering based on

11

identifying links and patterns between basic themes.

12

Following the completion of all interviews the participants were provided with a document

13

summarizing the research findings via email. Participants were each asked to comment on the

14

findings to increase the validity of the research results. Where appropriate, the results of this

15

feedback are included in this article.

16
17

8
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Results

2

Three superordinate themes were identified: Evaluations of health care experiences,

3

Expectations of care and Health professionals’ attitudes towards Down syndrome (Table 1.).

4

Superordinate theme 1: Evaluations of health care experiences

5

The first theme describes how participants evaluated an experience as positive or negative.

6

Feelings of exclusion and inequality were common and contributed to the participants feeling

7

under-valued by health professionals and were associated with negative experiences.

8
9

Basic theme: Feelings of exclusion.
Feelings of exclusion were reported by seven out of the seven participants and stemmed

10

from a number of sources. One significant way these feelings were created was by being

11

excluded from discussions about their child’s care. As described by David:

12

“All the questions are always directed to the mother. But you just do what

13

you do. Any time there’s anything involved with needles I’m the one that

14

does it. The nasal tube, I’m the one that does it. All the nasty stuff I do but

15

when they are discussing it they are always talking to her mother!”

16

9

During his interview David spoke at length about his involvement in his child’s care. In the

17

above extract David highlights how his role in practical aspects, such as using needles or

18

inserting a nasal tube is often not acknowledged by health professionals. This reflects an overall

19

trend shared by five out of the seven participants that feelings of exclusion were particularly

20

frustrating as although they took an equal parenting role this did not seem to be recognized by
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health care staff. For many of the participants being involved in their child’s care also meant

2

being listened to. Steve made this suggestion when asked what advice he would give to health

3

professionals:

4

“Listen to the parents for fucks sake listen to the parents. They usually know

5

what’s going on, or they’ve got a pretty good idea. It’s all about good

6

communication and listening to dads, to mums, to the children”.

10

7

Steve is obviously frustrated by the fact that he feels he is not listened to, indicated by his

8

choice of language. But as Steve points out, it is not just fathers who need to be listened to it is

9

also mothers and the children themselves.

10
11

Feelings of exclusion were also caused by instances when the participants had felt their
presence was seen as a negative by health professionals:

12

Neil: “Well at the birth, I’ve already spoken about it but, dads are seen as

13

inconvenience really, mothers are...well I was speaking to (name of partner)

14

about it and talking about you and coming round and she said she felt like a

15

bit of an inconvenience too. So she does have similar feelings but it’s

16

obviously a lot more explicit with dads as they are explicitly telling you, you

17

are not welcome here.”

18

Drawing on his own experiences, Neil describes how fathers can be made to feel

19

not welcome at the birth of a child. Although Neil acknowledges that this may also be

20

the case for his partner, he suggests that fathers in particular are more vulnerable to
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1

being seen as an inconvenience, and that this might be more explicit for fathers than

2

mothers.

3
4

11

Basic theme: A sense of inequality.
Feelings of inequality were associated with negative experiences and were demonstrated

5

by a number of factors. For four out of the seven participants, a sense of inequality was often

6

associated with times when the participants had felt that practically they were not being made to

7

feel comfortable and their wellbeing was not being considered in the same way that is was for

8

their female partner. James talked about his experience during the birth of his child:

9

“I couldn’t use the facilities, I couldn’t make myself a cup of tea, I

10

wasn’t allowed to make toast. She (partner) was sleeping on a bed, I

11

was sleeping on some chairs. I mean we were both there for the same

12

reason but she was treated like she was supposed to be there and I

13

was treated like I wasn’t”.

14

James describes how he was treated differently from his partner. Several of the fathers

15

mentioned a difference in how they were treated compared to their wives, and many pointed to

16

this difference leading them to feel that they were not viewed by health staff as of equal worth or

17

importance.

18
19

Participants also talked about how they disliked being made to feel in some way a lesser
parent than their child’s mother:

20

Tim: “Although it has changed so much in the last 10 or 20 years the

21

services don’t really reflect that, they are sort of lagging behind in the way
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1

that attitudes and practices of some professionals. I’m working pretty much

2

full time now but when the kids were growing up I was around more than

3

(name of partner) but yeah I sometimes do feel that services are skewed

4

towards the Mother and you are just seen as the stand in carer”

5

This statement reflects a common theme discussed by five of the participants that

6

the changing roles of fathers are not appreciated by services and staff. As a result,

7

participants felt they were continually treated as secondary carers even though their

8

involvement in their child’s care was equal to that of their partner.

9

Superordinate theme 2: Expectations of care

10

The second theme illustrates what the participants expected from health professionals in

11

terms of care for their child and also for themselves. When the participants were asked to

12

describe a negative experience they described instances when the care their child had received

13

was disjointed or they had felt there was a lack of on-going support for themselves as new

14

parents. Positive experiences were associated with instances when health professionals had

15

provided a sense of care-coordination and information was clearly and directly communicated.

16

Basic theme: Continuity of care.

17

Participants talked about how a lack of on-going support for themselves as new parents was a

18

major contributor to poor experiences:

19

David: “We were kicked out basically. ‘Here you go enjoy’!”

12

Health professionals and fathers who have a child with Down syndrome

1

Neil: “The really bad part of it was that you didn’t feel that you were part

2

of a system of care after”.

3

All of the fathers in this study suggested that a large amount of distress is caused by the feeling

4

that they don’t know what is coming next and what will be available to them and suggest that

5

continuing care was an important factor in their diagnostic journey.

6
7

The participants also described how a lack of on-going care for their child was associated
with negative experiences with health professionals:

8

Max: “We just feel a little out of the loop in terms if his general health and

9

who will be in charge of that. We just feel a bit let down as we don’t really

10
11

know what’s happening”
For Max not knowing what care or support would be provided for his child was

12

very disappointing and this continued lack of appropriate information has led to him and

13

his partner feeling disillusioned with the services they have encountered. A need for

14

clear communication from health professionals about what care their child would

15

receive was a preference expressed by many of the participants.

16
17
18

13

Basic theme: Clear and direct communication.
Clear and direct communication from health professionals was seen as vital to providing a
sense of continuity of care:
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1

Harry: “we saw (name of doctor) in the morning and he told us exactly

2

what was happening and you just felt reassured that everything was in

3

place”.

4

14

Having an awareness of what was coming next established this feeling of continuity, which

5

for Harry in particular led to feelings of reassurance and a sense that this was a positive

6

experience. Many of the participants described how being kept up to date with what is going on

7

and what is going to happen, could actually make their experiences more manageable:

8

Steve: “When you know what is going on no matter how bad things

9

are going, clearly you want things to go well, but if people

10

communicate with you well what’s going on you can almost manage

11

anything”

12
13

Direct statements from health professionals was also the participants’ preferred method of
communication when discussing their child’s diagnosis:

14

Steve: “There was no kind of ‘there might be some doubt about this’

15

any false hope. ‘Your child has got Downs’ and he went through it

16

and he was straightforward and to the point and I just thought that

17

was great”

18

The importance of clear communication was confirmed by Harry after reading the

19

participant feedback sheet: “Yes, definitely a clear approach by a professional that knows what

20

they are talking about is best”.
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1

For the participants interviewed, feeling as if you and your child were part of a system of

2

care and that this would be clearly communicated was of high importance. These findings, and

3

those mentioned above, were validated by feedback from the participants:

4

Neil: “Yeah, the feeling of being left with no support after the

5

diagnosis is probably one of the worst aspects of my experience and

6

one that can be quite easily remedied by doctors, midwives, health

7

visitors, charities etc.”

8

This confirms the importance of on-going support for fathers and the important role that health

9

professionals have to alter their experiences.

10

15

Superordinate theme 3: Health professionals’ attitudes towards Down syndrome

11

Participants talked about the attitudes and perceptions of DS that they had encountered

12

from health professionals and how this affected them. Although they were not directly asked

13

what they believed health professionals thought about people with DS, the participants

14

interpreted the attitudes of health professionals by how they conveyed information about the

15

condition and how they reacted to their child. Importantly, health professionals’ attitudes towards

16

Down syndrome was actually found to affect the participants’ own perceptions of the condition

17

and the way they responded to the diagnosis.
Basic theme: How information is presented

18
19

A really striking topic that was discussed by three of participants was their experiences of

20

the way in which information about DS was presented to them by health professionals e.g.

21

David:
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1

“We’ve had so many scare tactics and this was prior to the birth, ‘we want

2

you to terminate’ and all this and you just think we’ll do what we do. To me

3

I’d say, too much information at times but I understand they have to give it

4

but you not want to hear really massive scare tactics all the time. We were

5

expecting a monster, before she’s born we’re expecting someone who’s

6

going to be sat there as a 12-year-old well as an adult she’ll have the

7

intelligence of a 12-year-old and she’ll be dying of leukemia”

16

8

For David the information that he was given by health professionals vastly affected the

9

way in which he perceived Down syndrome and his daughter, particularly striking is how he

10

describes his expectations as a “monster”. This interpretation was confirmed by David when

11

giving feedback on the results summary: “The report portrayed my experiences very

12

accurately”. In terms of information giving Tim talks about getting the balance right as “not

13

necessarily focusing on all the positives but just not painting the blackest picture”. For Tim this

14

means having an awareness of the personal limits of the couple:

15

“[I suggest] looking at the couple how they interact, I know that’s a tall

16

order for health professions as they don’t necessary have the time, but I

17

think people have got different thresholds for information”.

18

The importance of not painting the “blackest picture” was discussed by James who when asked

19

to talk about a particularly positive care experience gave this example of a consultant they

20

encountered:

21

“(name of doctor) was really positive and upbeat and cheery about

22

everything and ‘you’re going to have a great time being parents!’ and
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made us see beyond the diagnosis and the immediate stresses He helped us

2

to be excited about the fact that we had a baby and not to be stressed

3

about the fact that we had a baby with Down syndrome. He reminded us

4

that this was a tremendous thing to be excited about and he really helped

5

us to focus on that. Yeah that made a big difference”

6

The attitude of the consultant is described by James as being genuinely positive and

7

demonstrates the important way in which health professional attitudes to the condition are

8

perceived.

9

Basic theme: Reactions of health professionals to their child

10

17

Another way in which attitudes towards DS are demonstrated by health professionals is in

11

their reaction to the participant’s child. For Neil, the fact that immediately after the birth of his

12

child he was “walking around with (name of child) and no one wanted to congratulate me” lead

13

to feelings of dissatisfaction with the care him and his partner received. A more positive

14

experience is described by Steve about a particular doctor they met:

15

“He was amazing you know. He walked into the room and his immediate

16

reaction was ‘beautiful baby, beautiful boy’. And it just set the tone”.

17

For Steve the fact that the doctor acknowledged that his baby was beautiful was really

18

important for establishing a positive relationship with this doctor and demonstrates how more

19

positive reactions to Down syndrome from health professionals can not only affect their patients’

20

perspectives, as illustrated earlier by David and James, but also their relationship with families.

21

These themes were confirmed in the participant feedback from Max:
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“I think that it is important for parents to be aware of certain potential

2

health problems but these don't need to be concentrated on immediately

3

after diagnosis. As your findings say, it would be nice to be congratulated on

4

the birth or impending birth of your child.”

5
6

18
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1
2

19

Discussion
This study aimed to explore the experiences of fathers with a child diagnosed with Down

3

syndrome, at a time when their child was being cared for by hospital staff or by health

4

professionals in the community. The role of health professionals in the lives of families with a

5

child with a disability should not be underestimated. Health professionals act as a significant

6

source of support for fathers (Salzmann-Erikson & Eriksson, 2013) but evidence suggest that this

7

support can be undermined by feelings of exclusion or inequality (Berlyn, Wise, & Soriano,

8

2008; O’Brien, 2005). As fathers are less likely to utilize non-profit support or advice

9

organizations (Skotko et al. 2011), the role for health professionals, as the frequent first port of

10

call for fathers seeking support and information is particularly crucial. Although there have been

11

several key studies exploring parent’s experiences of having a child with a disability (Douglas,

12

Redley, & Ottmann, 2016; Pelchat et al., 2003), this study stands out for two particular reasons.

13

Firstly, it focused on Down syndrome. This is important as research suggests that parents who

14

have a child with Down syndrome experience higher stress levels and lower-wellbeing than

15

parents of typically developing children (Cunningham, 1996; Hodapp, 2007). However, the

16

complexities of having a child with DS are often overlooked and parents are often included in

17

more general studies that investigate parenting experiences of children with a range of

18

disabilities. Secondly it explored the experience of fathers, as opposed to mothers or more

19

generally parents. This is a particular strength of the study because while many studies report

20

that they are including the voice of fathers, this is often relayed by the female partner (e.g.

21

Hornby, 1995) or lost in studies that have a majority female respondent bias (e.g. Hippman et al.,

22

2012). Although this study is based on a small number of respondents, by focusing on DS and on
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the experience of fathers, it provides a valuable insight into an important yet neglected area of

2

health and wellbeing.

3

20

A significant finding of this study was that fathers who have a child with Down syndrome

4

reported feeling excluded during interactions with health professionals. These feelings of

5

exclusion have been reported elsewhere and can have significant negative implications for

6

fathers (Deave & Johnson, 2008; Backstrom & Hetfelt-Wahn, 2011; Cosson & Graham 2014).

7

Combined with reports that fathers can experience shock and despair when confronted with an

8

often unexpected diagnosis of DS (Fleming, 2013; Takataya, Yamazaki, & Mizuno, 2016),

9

evidence provided by the current study that fathers who have a child with DS experienced these

10

feelings is particularly worrying. Fathers can feel excluded at the birth of their child, and in the

11

on-going care of their child. An interesting finding is the clarity with which these participants

12

can recall their feelings and their interactions with health professionals around the time of

13

diagnosis. However, a potential caveat to this is that fathers may only be recalling and analyzing

14

their experience because they have been explicitly questioned about them, this may represent a

15

limitation of the interview guide.

16

Whereas Locock and Alexander (2006) found that the male partner often chose to leave the

17

room during prenatal screening, the participants interviewed in this study all expressed a desire

18

to be present at the birth and the ongoing hospital appointments. Yet several felt they were not

19

being listened to by health professionals, and were made to feel like they were not meant to be

20

present at the birth of their child. For the fathers in this study, exclusion was implicit in the

21

organization of healthcare services and not only a matter of interpersonal

22

communication. Overall fathers suggested that they felt neglected in their interactions with

23

health professionals and would have benefitted from greater efforts to include them. This would
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1

support the call for changes to female-orientated prenatal and postnatal services (Brajenović-

2

Milić and Dorčić 2016).

3

21

A further significant finding was that fathers often felt undervalued by being placed as

4

secondary to their child’s mother. Feelings of inequality were created by not being given access

5

to the same facilities as mothers and more crucially not being recognized for their important and

6

equal parenting role. A number of reports from the Fatherhood Institute (Burgess, 2008;

7

Fatherhood Institute, 2014), a UK initiative set up to publicize and promote father’s rights and

8

responsibilities, echo an overall increased level of paternal involvement. Crucially, based on the

9

responses of the seven fathers interviewed in this study it appears that fathers want to be

10

involved, but there are barriers to their participation that surround feelings of exclusion and

11

feelings of inequality.

12

One of the major contributors to a poor experience was a lack of on-going care. Concern

13

for the long-term provision of care for their children was a major concern of the fathers

14

interviewed by Hornby (1995). Despite the length of time that has elapsed between this study

15

and our own, the similarities between our own findings and other recent studies suggest that

16

improvements could still be made in terms of the awareness of the experiences of fathers, and

17

continuity of support (Marshall, Tanner, Kozyr, and Kirby 2015).

18

Another important finding of the current project was that the attitude of health

19

professionals about DS affected fathers’ experiences. The fathers involved in this study believed

20

that the health professionals involved in their child’s care held negative views about the

21

condition, manifest by presenting an overly medicalized or negative clinical picture. The impact

22

of health professionals’ attitudes and styles of information giving are not unique to parents of
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1

children with DS (see for example, Wesley, Zhao, Carroll, & Porter, 2016; Hall, Abramsky, &

2

Marteau, 2003) however, this issue has been galvanized by the Down’s Syndrome Association

3

who launched the ‘Tell It Right, Start It Right’ campaign in May 2016 (Bryant, Puri, Dix, &

4

Ahmed, 2016). This initiative aims to increase awareness for the condition amongst health

5

professionals and promote the delivery of balanced information to new parents. .

6

Overall, these results suggested that health professionals have a pivotal role in affecting fathers’

7

experiences and what it meant to have a child with DS. Greater collaboration between health

8

professionals and charitable organizations for DS has been suggested to help raise awareness and

9

acceptance of the condition in health services and wider society (Jain, Thomasma, & Ragas,

10

2002), the results of the present study may help to strengthen this argument further and suggest

11

how for fathers in particular positive attitudes can have a significant impact.

12

These findings could have significance to the field of genetic counselling as given increased

13

father involvement in childcare (Burgess 2008; Fatherhood Institute 2014) more and more

14

fathers may attend genetic counselling appointments with their children than in previous years.

15

In addition, the advent of new genetic technologies such as whole genome sequencing makes the

16

testing of mother-father-child trios the gold standard in diagnostics (e.g. Hunt et al. 2014)

17

therefore it is likely that fathers will continue to attend genetic counseling clinics in increasing

18

numbers.

19

Further research should seek to expand on this study by investigating the experiences of a larger

20

and more geographically diverse set of fathers. These studies should aim to build a more

21

comprehensive list of recommendations for health professionals that would contribute to more

22

positive experiences.
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1

Study Limitations

2

This is a small study, drawing on the accounts of seven fathers, which might not be generalizable

3

to a much larger population. As specific demographic material is not provided, to protect the

4

anonymity of this small sample, how the results may have been impacted by a number of

5

variables including parenting history and experience, the parents' occupation, the age and health

6

of child, is not explored but may have been an interesting area to investigate. A further

7

limitation lies in the ‘self-selection’ of participants, where fathers might have agreed to

8

participate because they had particularly positive or negative experiences.

9

Furthermore, all of those interviewed for this study utilized the support group, which is unusual

10

for fathers (Skotko et al. 2011), In addition, as participants were recruited from a single U.K

11

support group this might suggest that their experiences are particular to the local professional

12

support system and cannot be generalizable to a wider population.

13

Conclusions

14

It is important to note that the experiences of the fathers interviewed in this research project were

15

both positive and negative. Each participant had a range of experiences to discuss and their

16

views about health professionals were overwhelming positive, while the more negative

17

experiences were clearly significant to the participant and were useful to illuminated areas for

18

improvement. The key findings were that fathers who have a child with Down syndrome can

19

experience feelings of exclusion during interactions with health professionals. The factors

20

contributing to these feelings were not being involved in discussions about their child’s care and

21

not being listened to. Fathers also felt that health professionals did not acknowledge their role as

22

equal parents. Feelings of inequality were caused by not being given equal access to facilities in
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1

the hospital. Clear and direct communication when confirming the diagnosis of Down syndrome

2

and when organizing on-going care was preferred by the fathers in this study. An overall lack of

3

on-going care was seen as a major contributor to negative experiences. The pivotal role of health

4

professionals to affect fathers’ perceptions about Down syndrome was also demonstrated in this

5

study. Attitudes were revealed by how information about the condition was presented and how

6

health professionals reacted to their child, particularly whether the fathers were offered

7

congratulations.

8

These results offer, for the first time, a detailed insight into the factors and behaviors that

9

contribute to the perceptions of these experiences of fathers with intense involvement in health

10

care services. It highlights potential for change that would promote more positive interactions

11

between fathers who have a child with Down syndrome and the health professionals involved in

12

their child’s care.

13
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1
Tables

Superordinate theme

Evaluations of health care

Basic themes

Feelings of exclusion

experiences
A sense of inequality

Expectations of care

Continuity of care
Clear and direct communication

Health professionals’ attitudes

How information is presented

towards Down syndrome
Reactions of health professionals to their
child

Table 1. Superordinate themes and basic themes.
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Appendices
Appendix 1: Interview guide

1. Can you tell me a bit about you and your family?
2. Can you tell me about your experience of receiving a diagnosis of Down syndrome in
your child?
3. How do you feel you were treated by healthcare professionals when you received that
diagnosis?
4. Is there anything that sticks out in your mind that either a doctor, nurse or other care
worker did that you found particularly helpful at the time of getting this diagnosis?
5. Is there anything that stands out as particularly stressful?
6. What advice would you like to give to health professional about talking to fathers about
diagnosis?
7. Thinking about your experiences now, what can you tell me about being a father to a
child with Down syndrome?
8. Do you feel you are treated differently by friends and family or wider society because
your child has this diagnosis?
9. Do you feel you have the support you need?
10. Recently what have been your experiences of health professionals regarding your child?
11. Is there a particular occasion where you felt you were treated poorly by health
professionals?

Health professionals and fathers who have a child with Down syndrome

12. A particular occasion when you felt you were treated very well?
13. How do you think your experiences with health professionals compares to that of your
partner/wife/ your child’s mother?
14. What advice would you give to other dads who have a child with Down syndrome?
15. What advice would you give to health professional or care workers who come into
contact with dads who care for a child with Down syndrome?
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