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ABSTRACT 

Background: There is a growing body of qualitative studies examining parents’ experiences of caring 

for a child with a life-limiting condition, coinciding with recent evidence that indicates an increasing 

incidence of paediatric life-limiting conditions. However, research focusing on fathers’ needs remains 

sparse and is often diluted among a predominant ‘mother’s voice’, raising questions about whether 

practices in clinical settings meet fathers’ needs.  

Aim: To provide an in-depth assembly of the current state of knowledge around fathers’ experiences 

of caring for their children diagnosed with life-limiting conditions and understand the implications for 

healthcare services and policies.  

Design: A meta-ethnography was conducted to synthesise findings from existing qualitative studies 

exploring fathers’ experiences of caring. 

Data sources: Four electronic databases (PubMed, PsycINFO, CINAHL and Science Direct) were 

searched up until April 2020. Qualitative studies exploring fathers’ care experience and published in 

English language were included. The Critical Appraisal Skills Programme (CASP) checklist was 

employed for study quality appraisal. No temporal limits were used. 

Results: Sixty-three studies met the inclusion criteria. Thirty life-limiting conditions were included. 

Based on responses from 496 fathers, a conceptual model was developed which translates key 

experiences within the fathers’ caregiving journeys. The overarching concepts identified were: the 

paradox of support, challenges in the caring process, ‘nobody thinks of men’, impact on family life and 

the fall of the curtain: an irrevocably altered world. These and associated sub-concepts are discussed, 

with recommendations for future research and practice provided. 

Conclusion: The findings indicate the value of a family-oriented approach to develop psychosocial 

interventions and support channels for fathers, thus empowering them whilst reducing the care-

giving burden on the family unit. 
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WHAT IS ALREADY KNOWN ABOUT THE TOPIC? 

• Palliative care is a complex and gradual process aimed at supporting diagnosed children and their 

family members 

• Although children and their families may have many needs in common, research focusing on 

fathers’ experiences and contribution to their children’s healthcare is in its infancy 

• There is a need for further education of health care professionals and general practitioners 

regarding fathers’ needs and their experiences of caring for a child with a life-limiting condition 

WHAT THIS PAPER ADDS? 

• Fathers’ caregiving experiences are still shaped by assumptions about masculinity and fatherhood 

within medical care institutions and they often feel disconnected from and side-lined by health 

professionals 

• Fathers’ responsibilities in caring for their ill children and supporting the family unit as a whole are 

often under-represented in paediatric palliative care research and clinical settings 

• Fathers experience a multitude of difficult emotions and devastation at their child’s 

circumstances and own altered life, and attempt to manage these through a range of methods 

including dismissal, withdrawal, maintaining routine, acceptance and religion. 

IMPLICATIONS FOR PRACTICE, THEORY OR POLICY 

• Understanding the types of caregiving that fathers offer their children may help to tailor the types 

and frequency of support a health professional might provide through the illness journey 

• Health professionals should acknowledge fathers’ involvement in the complexity of delivering 

care to their children, hold and provide opportunities for family members to work together to 

support each other in the process within a family-centred approach 

• A routine questionnaire to identify psychosocial risk factors for fathers (e.g. psychiatric 

disorder(s), depression, substance misuse) would help to highlight to clinicians those families at 

higher risk and in need of additional support 

 

 

 

  



INTRODUCTION 

Diagnosis of a life-limiting condition in paediatrics impacts the entire family, and there is an expanding 

body of qualitative research examining parents’ experiences in such circumstances, coinciding with 

recent evidence indicating an increasing incidence of paediatric life-limiting conditions. [1, 2] 

Although family members have care needs in common, [2] practices in the clinical setting that address 

parents’ needs, especially those of fathers, remain inconsistent and fragmented. [3–7] This is 

exemplified by the sparsity of research exploring fathers’ experiences of caring for a child with a life-

limiting condition. Research has predominantly explored the mothers’ role, either explicitly or within 

‘parent’ or ‘family’ samples, without accounting for the different issues each parent faces. [8–14] 

Mothers’ emotional and psycho-social caregiving needs have thus been extensively documented, [9, 

15–18] whilst fathers are often the forgotten parent. [1, 19, 20] In fact, research focusing solely on 

fathers is in its infancy, emerging less than two decades ago. [4, 21–24] This disproportion in the 

literature is not however reflective of the heavy responsibility fathers bear for their child’s personal 

and nursing care. [7, 25] We are seeing shifts in the traditional roles of ‘mother’ and ‘father’, [3, 25–

28] and healthcare professionals need to be responsive to this trend [7, 21, 29, 30] and the changing 

needs of children and their families. [2] 

The complexity and varying morbidity of life-limiting conditions has been delineated by Together for 

Short Lives and international palliative care organizations into four broad categories, as follows: a) 

conditions for which treatment may be feasible but can fail e.g., cancer, cardiac anomalies, 

irreversible organ failures of heart, liver, kidney from anorexia, coeliac disease-related morbidities as 

oropharyngeal and oesophageal cancers; b) conditions where long periods of intensive treatment are 

aimed at prolonging life and allowing participation in normal activities e.g., Duchenne Muscular 

Dystrophy, cystic fibrosis; c) progressive conditions without curative treatment options, where care is 

solely palliative and commonly extends over many years e.g., metabolic or neurodegenerative 

conditions; and d) irreversible but non-progressive conditions causing likelihood of severe disability 

and premature death through complications e.g., severe cerebral palsy, multiple disabilities following 

brain or spinal cord injury, complex health care needs, and a high risk of an unpredictable life-

threatening event or episode). [123; 124] Health policies internationally are advocating for children 

and parents’ active collaboration in health care decisions, stating it is key for the delivery of palliative 

care. [31–36] There is therefore an immediate call to include fathers’ perspectives in their children’s 

care and treatment [25, 27] to inform appropriate psychosocial interventions and support channels. 

This would improve fathers’ understanding of the choices available in their child’s care [2] and 

participation in the advanced/anticipatory care planning. [2, 37] Synthesising available qualitative 

evidence is therefore timely, to enhance the usability of research-knowledge to date, in practice. 

This meta-ethnography asks: what are fathers’ experiences of caring for their children with a life-

limiting condition? This study aims to: a) provide an in-depth assembly of the current state of 

knowledge around fathers’ experiences of caring for their children diagnosed with a life-limiting 

condition and b) understand the impact of health care services and policies on fathers’ experiences. 

We aimed to generate a conceptual model, [38] which has not been previously attempted. However, 

one previous meta-synthesis focused on the care provided by fathers to their children with cancer 

under the influence of masculinities. [39] Other available meta-ethnographies have explored end-of-

life decisions with parents of children with cancer, [40] parents’ experiences of their children’s life-

limiting conditions, [7, 38] quality of life in children with brain tumours, [41] families’ experience of 



early discharge of their child with febrile neutropenia, [42] communication within primary care 

consultations [43] and parenting the infant in the neonatal intensive care unit. [44] 

METHODS   

DESIGN 

We used a meta-ethnographic approach [45] to synthesise studies on fathers’ experiences of caring 

for their children with life-limiting conditions. This meta-ethnography was reported according to the 

eMERGe reporting guidance [46, 47], the Preferred Reporting Items for Systematic Reviews and 

Meta-Analyses (PRISMA) [48] and STARLITE [49] recommendations. 

SEARCH STRATEGY 

An initial bibliographic search for publications was undertaken using PubMed, PsycINFO, CINAHL and 

Science Direct. The comprehensive search was augmented, with hand searches of articles cited in 

reference lists and from relevant review papers. [39, 50] For papers that were unavailable online, 

authors were contacted to request copies. If access was not provided, they were excluded on the 

basis that the omission of some papers was unlikely to have a dramatic effect on the results. [51] 

Studies were included up until April 2020. Search terms available from the InterTASC Information 

Specialists’ Sub-Group Search Filter Resource [52] (www.york.ac.uk/inst/crd/intertasc/) were used to 

develop the search syntax. The full search strategy is provided in Supplemental online file 1.  

STUDY SELECTION 

Published full text peer-reviewed qualitative studies exploring fathers’ experiences of their children’s  

life-limiting conditions were included. Studies were excluded if they failed to differentiate outcomes 

between mothers and fathers, focused on adjustment of children rather than fathers’ experiences, 

used quantitative methods, did not include children with life-limiting conditions, explored fathers’ 

experiences of children’s death and grieving or were not published in English. The archetypes set out 

in the Guide to Children’s Palliative Care [2] and the directory of life-limiting conditions [53] were 

used to select relevant papers. Studies that explored fathers’ experiences before and after a child’s 

death were included if findings had been reported separately.  

SCREENING AND DATA EXTRACTION 

Search results were collated in an Excel database and duplicates deleted. The first and second authors 

independently screened titles and abstracts and reviewed the full-texts of retrieved articles. A priori 

inclusion/ exclusion criteria were applied at this stage. Any discrepancies were resolved by consensus. 

Data including study details (author, year of publication and country), participants’ characteristics 

(number, gender and age), response rate, source of participants, method and time of data collection 

and children’s characteristics (diagnosis, age, number and gender) were extracted (see Table 1). [54] 

Full replication of participants’ experiences expressed in original quotations in the papers (first-order 

data) and authors’ interpretations and conceptualisations (second-order data) were used across the 

full primary studies. [45, 46, 54] Data was extracted in thematic tables. [51] If studies reported data 

on both parents, only findings relating to fathers’ experiences were extracted. In studies where data 

collection took place after the child’s death [4, 55–61], only data relating to fathers’ experiences of 

illness and caregiving were extracted.  

APPRAISAL 



Quality appraisal was conducted using the Critical Appraisal Skills Programme (CASP) checklist. [62] 

Studies were not excluded on the basis of a given score, as a CASP cut-off point has not been 

recommended previously. [63, 64] (see Supplemental online file 2)  

DATA SYNTHESIS AND CONCEPTUAL MODEL 

We used Noblit and Hare’s seven-stage meta-ethnographic approach (see Supplemental File 5). [45] 

The first and second authors thematically analysed the full list of first and second-order constructs 

and organised them into categories through constant comparison [63, 66, 67] to facilitate reciprocal 

translation. [52] The interpretative process and the development of the conceptual analysis were 

iterative and collaborative, and by reference to the original texts. [64] This helped identify whether 

constructs corresponded (reciprocal translation), contradicted (refutational translation) or expressed 

different aspects of the topic (line of argument). [68] Where authors used varied language to label the 

same phenomenon, we compared the constructs to identify patterns of shared meaning. [69] 

For example, if one study reported that fathers felt supported by health professionals [1, 28, 55, 59, 

70–77] and another where support did not meet their needs, [5, 21, 78] these were considered 

refutational and translated into a new construct incorporating elements of both (e.g. ‘inconsistent 

healthcare support’). However, if a third study [3, 4] suggested fathers found it hard to receive 

support initially, but shifted to seeking and receiving support, all three interpretations were treated as 

reciprocal and translated into a construct encompassing all three. Sub-constructs were also 

developed; these helped reconfirm the construct names in the final list (see Supplemental online file 

3) and explore the lines of argument.  

RESULTS  

REVIEW PROCESS 

931 articles were identified for review (after removal of 9 duplicates); 778 were removed during title 

and abstract screening. The remaining 153 were reviewed in full, with further exclusions based on 

stated inclusion/exclusion criteria. 63 articles were included in the meta-ethnography (see Figure 1).  

CHARACTERISTICS OF INCLUDED STUDIES 

The majority of the included studies were conducted in the USA (241 fathers, 15 studies), Canada (99 

fathers, 14 studies), UK and Ireland (87 fathers, 14 studies) and Australia (63 fathers, 8 studies). The 

remaining were conducted in Europe (74 fathers, 7 studies) and Asia (14 fathers, 5 studies). 496 

fathers were interviewed in total through a range of  interviews and  focus groups (not including 8 

studies that did not specify number of fathers. [60, 78–84] The majority of included studies 

interviewed both parents (n=41, 66%), with only 22 focusing solely on fathers’ experiences of 

caregiving. [1, 3–5, 23, 24, 27, 71, 75, 77, 85–95] Children’s life-limiting conditions mainly included 

cancer [5, 8, 10, 21, 56, 70, 71, 75–77, 80, 83, 84, 87–89, 93, 95–98], cerebral palsy [24, 99], cystic 

fibrosis [81, 94, 95, 100–102] and type 1 diabetes. [82, 85, 103] Some studies included varied life-

limiting conditions, [1, 4, 6, 27, 28, 57, 58, 60, 91, 92, 104] while others did not specify their type. [59]  

SYNTHESISING TRANSLATIONS: LINE OF ARGUMENT 

Studies all related to one another through contribution to a model (see Figure 2) encompassing five 

multifaceted overarching concepts: the paradox of support, challenges in the caring process, ‘nobody 



thinks of men’, impact on family life and the fall of the curtain: an irrevocably altered world. In the 

following sections, we discuss these concepts and associated sub-concepts, and provide 

recommendations for future research and practice.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 1 PRISMA flowchart  
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Table 1 Study characteristics 

Author, year 
and country 

Participants n 
fathers 

Response 
rate 

Age range 
(years) 

Source of 
participants 

Data 
collection 

Time of data 
collection 

Children’s 
diagnosis 

Children’s age 

 

Children’s 
gender 

Quality 
score 

Alaee et al., 
2015, Iran 

 

5 fathers; 12 
mothers  

 

Not 
specified 

 

27-59 

 

 

Outpatient 

rehabilitation 
centre 

Semi-
structured 
interviews 

During 
treatment 

 

Cerebral palsy 

 

 

2.5-16 years 

 

 

Not specified 

 

 

27 

 

 

Bailey-Pearce 
et al., 2017, 
UK 

7 fathers 

 

 

35% 

 

 

27-54 

 

 

Community 
paediatric nursing 
team 

Interviews  

 

 

At least one 
year since 
diagnosis 

life-limiting 
condition 

 

 

Under 18, not 
further specified 

 

Not specified 

 

 

28 

 

 

Baird et al., 
2016, USA 

 

 

 

 

2 fathers; 5 
mothers 

 

 

 

 

Not 
specified 

 

 

 

 

20 - >50 
(incl. 
mothers) 

 

 

 

Single PICU in 
urban, academic 
medical centre 

 

 

 

Interviews, 
observation, 
& written 
materials 

 

 

At least 7 days 
of hospital 
stay 

 

 

 

Gastrointestinal 
chronic conditions 
(3); 2 Genetic 
disorder; 1Seizure 
disorder; 1Heart 
disease 

2: <1; 2: 1-5; 2: 6-
10; 1: 11-15 years 

 

 

 

 

4 male; 3 
female 

 

 

 

 

27 

 

 

 

 

 

Brody et al., 
2007, USA 

 

8 fathers 

 

100% 

 

 

Not 
specified 

 

Paediatric 
oncology clinic 

 

Semi-
structured 
interviews 

During or 
within 1 year 
after treatm. 

Cancer 

 

 

4-16 years 
(M=8.2) 

 

2 female; 6 
male 

 

28 

 

 

Cederborg et 
al., 2011, 
Sweden 

20 mothers & 
fathers 

 

Not 
specified 

 

Not 
specified 

 

Not specified 

 

 

Semi-
structured 
interviews  

At least 2 
years post-
diagnosis 

Coeliac disease 
(CD) 

 

3-17 years  

 

 

12 female; 2 
male 

 

23 

 

 

Chesler et al., 
2001, USA 

 

 

167 fathers 

 

 

 

Not 
specified 

 

 

Not 
specified 

 

 

Varied, including 
parent events 

 

 

Interviews; 
group 
discussions 

 

During or 
after 
treatment; 
after death 

Cancer  

 

 

 

Not specified 

 

 

 

Not specified 

 

 

 

26 

 

 

 

Clarke, 2005, 
Canada 

16 fathers 

 

Not 
specified 

M=44 

 

Support groups 

 

Interviews  

 

Within 5 years 
of treatment 

Cancer 

 

M=10 at interview 
(7 at diagnosis) 

Not specified 

 

23 

 

Clarke-
Steffen, 1993, 
USA 

 

Fathers & 
mothers (n not 
specified) 

 

Not 
specified 

 

 

22-45 (incl. 
mothers) 

 

 

University hospital 

 

 

 

Semi-
structured 
interviews 

  

6 days – 5 
months, 1 
week post-
diagnosis 

Cancer 

 

 

 

Toddler – school 
age 

 

 

3 male; 4 
female 

 

 

25 

 

 

 



Author, year 
and country 

Participants n 
fathers 

Response 
rate 

Age range 
(years) 

Source of 
participants 

Data 
collection 

Time of data 
collection 

Children’s 
diagnosis 

Children’s age 

 

Children’s 
gender 

Quality 
score 

Cockle et al., 
2016, UK 

3 fathers; 7 
mothers  

Not 
specified 

38-61 

 

Facebook page  

 

Interviews  

 

Post-PBT 
treatment  

Brain tumour 

 

2-15 years 

 

Not specified 

 

27 

 

Coons et al., 
2016 (Part 1), 
Canada 

26 fathers; 58 
mothers 

 

n/a 

 

 

32-71 

 

 

Support 
organisation and 
agencies 

Semi-
structured 
interviews  

Not specified 

 

 

Fetal alcohol 
spectrum disorder 
(FASD) 

1 to 36 years, (M= 
14.29) 

 

Not specified 

 

 

24 

 

 

Coons et al., 
2016 (Part 2), 
Canada 

14 fathers; 37 
mothers 

 

100% 

 

 

36-71 

 

 

Agencies and 
online social 
media 

Semi-
structured 
interviews  

Not specified 

 

 

Fetal alcohol 
spectrum disorder 
(FASD) 

6-37 years 
(M=15.25)  

 

58.49% 
female; 

42.51% male 

24 

 

 

Dalvand et al., 
2018, Iran 

 

1 father; 12 
mothers 

 

Not 
specified 

 

43 

 

 

Clinics and private 
rehabilitation 
centres  

Semi-
structured 
interviews  

Not specified 

 

 

 Spastic 
quadriplegia  

 

Not specified 

 

 

Not specified 

 

 

27 

 

 

Davies et al., 
2004, USA 

 

8 fathers 

 

 

53% 

 

 

34-39 years 

 

 

Paediatric hospice 
home care 

 

Unstructured 
interviews 

 

12-36 months 
post death 

 

Cancer (5); spinal 
muscular atrophy 
(2); Tay Sachs (1) 

3 months-14 
years at death 
time 

4 male; 4 
female 

 

30 

 

 

Dutta et al., 
2020, 
Singapore 

 

 

 

 

6 couples; 13 
lone mothers; 4 
lone fathers 
(10altogether) 
2 parental 
figures 

 

87% 

 

 

 

 

 

30-79 

 

 

 

 

 

 

Hospice care, 
Children’s Cancer 
Foundation & 
Club Rainbow 

 

 

 

Semi-
structured 
interviews 

 

 

 

 

6 months-4 
years post 
death 
(relevant to 
fathers’ 
experience) 

 

5 Cancer;1 brain 
tumour; 1multiple 
diagn.;1 spinal 
muscular 
atrophy;1 kidney 
failure;  

1 undisclosed 

Not specified 

 

 

 

 

 

 

Not specified 

 

 

 

 

 

 

30 

 

 

 

 

 

 

Eatough et al., 
2013, Holland, 
Italy, Poland 
and Sweden 

1 father; 13 
mothers 

 

 

Not 
specified 

 

 

Not 
specified 

 

 

Clinical genetics 
or neurological 

Services 

 

Semi-
structured 
interviews  

 

Not specified 

 

 

 

Juvenile 
Huntington’s 
disease 

 

9-24 years 

 

 

 

6 female; 8 
male 

 

 

30 

 

 

 

Ellis et al., 
2016, 
Australia 

 

34 fathers; 44 
mothers 

 

 

Not 
specified 

 

 

31-65 

 

 

 

Sydney Children’s 
Hospital 

 

 

Semi-
structured 
interviews  

 

M= 11.5 
months (1.9–
41 months) 
post treatm.  

Cancer 

 

 

 

7–17 years 

 

 

 

25 male; 9 
female 

 

 

26 

 

 

 

Goble 2004, 
US 

 

 

5 fathers 

 

 

 

Not 
specified 

 

 

29-41 

 

 

 

Local 

Paediatrics office 

 

 

Unstructured 
interviews  

 

 

Not specified 

 

 

 

Cerebral palsy 
(3);osteogenesis 
imperfect (1); 
autism (1) 

3-6 years 

 

 

 

Not specified 

 

 

 

23 

 

 

 



Author, year 
and country 

Participants n 
fathers 

Response 
rate 

Age range 
(years) 

Source of 
participants 

Data 
collection 

Time of data 
collection 

Children’s 
diagnosis 

Children’s age 

 

Children’s 
gender 

Quality 
score 

Gómez-
Ramírez et al., 
2016, Canada 

 

 

 

 

10 fathers 

 

 

 

 

 

 

Not 
specified 

 

 

 

 

 

Not 
specified 

 

 

 

 

 

Routine clinic 
visits in paediatric 
hospitals 

 

 

 

 

Focus group & 
reciprocal 
interviews  

 

 

 

 

1st group: 9 
mths – 14 
years since 
diag; 2nd 
group 2-6 
mths since 
diagnosis 

Juvenile idiopathic 
arthritis 

 

 

 

 

 

2-16 years 

 

 

 

 

 

 

13 female; 6 
male 

 

 

 

 

 

26 

 

 

 

 

 

 

Graffigna et 
al., 2013, Italy 

 

18 fathers; 30 
mothers 

 

Not 
specified 

 

39-65 (incl. 
mothers) 

 

Neurological 

Centres 

 

Semi-
structured 
interviews & 
online forum  

At least 5 
years post 
diagnosis 

 

Tuberous, 
sclerosis complex 

 

 

1.5-22 years 
(M=12) 

 

 

31 female; 17 
male 

 

 

28 

 

 

 

Grossoeheme 
et al., 2012, 
USA 

 

5 fathers; 7 
mothers 

 

 

71% 

 

 

 

Not 
specified 

 

 

Academic 
pediatric hospital 

 

 

Semi-
structured 
interviews  

 

T1: > 3 
months after 
diagnosis.; T2: 
1 year after 1st 

Cystic Fibrosis 

 

 

 

0.25 – 55 months 
at diagnosis (T1: 3 
mths of diagnosis) 

 

5 female; 2 
male (only 
those who in 
2nd interview) 

27 

 

 

 

Grossoehme 
et al., 2010, 
USA 

6 fathers; 9 
mothers 

 

71% 

 

 

Not 
specified 

 

Academic 
pediatric hospital  

Semi-
structured 
interviews  

During 1st year 
after diagnosis 

Cystic Fibrosis 

 

 

1 week – 55 
months at  

diagnosis  

6 female; 3 
male 

 

27 

Hayes et al., 
2008, Ireland 

8 fathers 

 

80% 

 

Not 
specified 

CF Center 

 

Interviews  

 

Not specified 

 

Cystic Fibrosis 

 

18 months – 6 
years 

All male 

 
27 

Hensler et al., 
2013, 
Alabama 

25 fathers 

 

 

30% 

 

 

Not 
specified 

 

Survivor database 
at Children’s 

Hospital 

Interviews 

 

 

Within 1-10 
years after 
treatment  

Leukaemia (8); 
brain tumours (9); 
other cancers (8) 

Younger than 18 
years old 

 

Not specified 

 

 

23 

 

 

Higgs et al., 
2015, 
Australia 

6 fathers; 7 
mothers  

 

Not 
specified 

 

Not 
specified 

 

Victorian Clinical 
Genetics Services 

 

Interviews  

 

 

At least 18 
months post-
death  

Spinal muscular 
atrophy (type 1) 

 

N/A – age of 
death <3 months 
– 12 months 

Not specified 

 

 

26 

 

 

Hill et al., 
2009, Ireland 

 

5 biological 
fathers 

 

Not 
specified 

 

31-42 

 

 

Not specified 

 

 

Interviews 

 

 

Within 2.5 
years after 
treatment  

Acute 
Lymphoblastic 

Leukaemia 

18 months-7 
years at time of 
diagnosis 

Not specified 

 

 

27 

 

 



Author, year 
and country 

Participants n 
fathers 

Response 
rate 

Age range 
(years) 

Source of 
participants 

Data 
collection 

Time of data 
collection 

Children’s 
diagnosis 

Children’s age 

 

Children’s 
gender 

Quality 
score 

Ho et al., 
2019, 
Singapore 

 

 

 

6 couples; 2 
lone fathers (8 
altogether); 12 
lone mothers 

 

76% 

 

 

 

 

 

30-69 

 

 

 

 

 

Hospice, Children 
Cancer 
Foundation & 
Club Rainbow 

 

 

Semi-
structured 
interviews 

 

 

 

6 months-4 
years post 
death 
(relevant to 
fathers’ 
experience) 

Cancer (5); brain 
tumour (1); 
kidney failure (1); 
spinal muscular 
atrophy (1)  

Not specified 

 

 

 

 

 

Not specified 

 

 

 

 

 

28 

 

 

 

 

 

Hobson et al., 
2011, UK 

8 fathers 

 

Not 
specified 

Not 
specified 

Community 
Nursing team 

Interviews  

 

Not specified 

 

Complex health 
conditions  

16 months – 16 
years 

Not specified 

 

26 

 

Iversen et al., 
2018, Norway 

 

 

8 mothers; 

7 fathers 

 

 

83% 

 

 

 

26-40: 

mothers 

29-46: 

fathers 

Paediatric 
outpatient clinic 

 

 

Interviews 

 

 

 

At least 1 year 
since 
diagnosis 

 

Type 1 diabetes 

 

 

 

1-7 years 

 

 

 

Not specified 

 

 

 

30 

 

 

 

Jessup, 2009, 
Australia 

 

12 parents – N 
of fathers not 
specified 

Not 
specified 

 

Not 
specified 

 

Regional CF clinic 

 

 

Unstructured 
interviews  

 

Medically 
stable, not on 
treatment  

Cystic fibrosis 

 

 

2-21 years 
(M=10.5) 

 

6 male; 3 
female 

 

27 

 

 

Jones et al., 
2003, USA 

 

 

7 biological 
fathers; 2 
stepfathers; 1 
grandfather 

Not 
specified 

 

 

35-56 

 

 

 

Hospital based 
medical 
programme 

 

2 Focus 
groups 

 

 

During cancer 
treatment 

 

 

Cancer  

 

 

 

3-16 (M=9) 

 

 

 

5 male; 5 
female 

 

 

24 

 

 

 

Jones et al., 
2012, UK 

 

5 fathers; 6 
mothers 

 

Not 
specified 

 

55-76 

 

 

‘Different Strokes’ 
charity 

 

Semi-
structured 
interviews  

At least 12 
months post-
stroke 

Stroke 

 

 

6 adult survivors 
27-46 years 

 

4 female, 2 
male 

 

26 

 

 

Kearney, 
2001, 
Australia 

 

2 fathers; 4 
mothers 

 

 

Not 
specified 

 

 

Not 
specified 

 

 

Not specified 

 

 

 

Interviews  

 

 

 

Not specified 

 

 

 

Brain damage (2); 
congenital 
impairments (1); 
Down’s synd. (1) 

3–6 years 

 

 

 

2 female; 2 
male 

 

 

30 

 

 

 

Khoury et al., 
2013, 
Lebanon 

2 fathers; 10 
mothers 

 

Not 
specified 

 

24-48 (incl. 
mothers); 
M=36 

Cancer Centre 

 

 

Semi-
structured 
interviews  

3 months – 6 
years post-
diagnosis 

Cancer 

 

 

1–14.5 years 

 

 

6 male; 6 
female 

 

28 

 

 

McGrath et 
al., 2004, 
Australia 

 

 

3 mothers; 1 
father; 1 
sibling; 3 
diagnosed 
children 

97.5% 

 

 

 

 

40: father; 

40-
44:mother; 
27: sibling; 

12-15:child 

 Hospitals 

 

 

 

 

Interviews 

 

 

 

 

2-3 months 
post diagnosis 

 

 

Acute myeloid 
leukaemia 

 

 

 

0-16 years 

 

 

 

 

1 male; 2 
female 

 

 

 

29 
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McGrath et 
al., 2008, 
Australia 

3 fathers 

 

 

97.5% 

 

 

Not 
specified 

 

Hospital 

 

 

Interviews  

 

 

2 months - 1 
year post 
treatment  

Cancer 

 

 

2-13 years at 
enrolment in 
study 

Not specified 

 

 

26 

 

 

McNeill, 2004, 
Canada 

 

22 fathers 

 

 

Not 
specified 

 

28-58 
(M=43.7) 

 

Pediatric acute 
care hospital 

 

Semi-
structured 
interviews 

M=5.6 years 
since 
diagnosis 

Juvenile 
Rheumatoid 
Arthritis 

M=8.7 years 

 

 

Not specified 

 

 

28 

 

 

Mitchell et al., 
2019, UK 

 

6 fathers; 11 
mothers 

 

14% 

 

 

Not 
specified 

 

Paediatric 
intensive care unit 

 

Semi-
structured 
interviews 

Approx. 11.8 
months since 
bereavement 

Life-limiting 
conditions 

 

 

5 months-16 
years 

 

Not specified 

 

 

30 

 

 

Moola, 2012, 
Canada 

 

10 fathers; 19 
mothers 

 

Not 
specified 

 

35-55 

 

 

Outpatient clinics 

 

 

Interviews 

 

 

Not specified 

 

 

Cystic Fibrosis; 
Congenital Heart 
Disease 

10-18 years 

 

 

Not specified 

 

 

28 

 

 

Neil-Urban et 
al., 2002, USA 

 

 

7 biological 
fathers; 2 
stepfathers; 1 
grandfather 

Not 
specified 

 

 

Not 
specified 

 

 

Hospital based 
medical 
programme 

 

2 focus groups 

 

 

During or 
within 4 
months after 
treatment  

Cancer  

 

 

 

Not specified 

 

 

 

Not specified 

 

 

 

18 

 

 

 

Newman et 
al., 2013, 
Canada 

 

5 fathers; 6 
mothers 

 

 

50% 

 

 

 

33–55: 
fathers 

31–51: 
mothers 

Hospital 

for Sick Children 
(SickKids)  

 

Interviews 

 

 

 

> 6 months 
post death 

 

 

7 with genetic or 
suspected genetic 
conditions 

 

4: 1–6 months 

3:14–15 years  

 

 

Not specified 

 

 

 

27 

 

 

 

Nicholas et al., 
2009, Canada 

 

 

14 biological 
fathers; 1 
adoptive; 1 
stepfather 

Not 
specified 

 

 

20-60; 
M=43 

 

 

Pediatric hospital 

 

 

 

Semi-
structured 

Interviews 

 

During 
treatment 

 

 

Cancer 

 

 

 

1-17 years 

 

 

 

Not specified 

 

 

 

29 

 

 

 

Nicholas et al., 
2016, Canada 

 

18 fathers  

 

 

Not 
specified 

 

Not 
specified 

 

Pediatric hospitals 

 

 

Interviews 

 

 

At least 6 
months post 
diagnosis  

Diverse life-
limiting conditions 

 

 

9-17years 

 

 

Not specified 

 

 

30 

 

 

Rankin, 2014, 
UK  

 

16 fathers 

 

 

Not 
specified 

 

27-51 

 

 

Paediatric 
diabetes clinics 

 

Semi-
structured 
interviews  

Not specified 

 

 

Type 1 diabetes 

 

 

2-12 years 

 

 

24 male; 17 
female 

 

27 
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Rempel et al., 
2012, Canada 

 

10 fathers; 15 
mothers  

 

Not 
specified 

 

Not 
specified 

 

Tertiary pediatric 
cardiac surgery 
program 

Interviews  

 

 

Not specified 

 

 

Hypoplastic left 
heart syndrome 

 

6 months – 4.5 
years 

 

Not specified 

 

 

26 

 

 

Robinson et 
al., 2019 
(Discovering 
Dad), USA 

 

 

10 fathers 

 

 

 

 

100% 

 

 

 

 

Not 
specified 

 

 

 

 

Paediatric/ 

Neonatal 
intensive care 
unit; Hospital 

 

 

Semi-
structured 
interviews 

 

 

 

Within 14 
days of the 
surgery and 
approx.17 
months after 
diagnosis 

Complex cardiac 
conditions 

 

 

 

 

7 months-7 years 
(M=19 months) 

 

 

 

 

8 males; 2 
female 

 

 

 

 

29 

 

 

 

 

 

Robinson et 
al., 2019 (The 
Many Roles), 
USA 

4 fathers  

 

 

80% 

 

 

Not 
specified 

 

 

Palliative care unit 

 

 

Interviews 

 

 

 

During 
treatment 

 

 

Neurological 
malignancy/ 

brain tumours 

 

5-14 years 

(M=9.25) 

 

 

2 male; 2 
female 

 

 

29 

 

 

 

Schweitzer et 
al., 2012, 
Australia 

2 fathers; 9 
mothers 

 

30% 

 

 

36-57 

 

 

Paediatric hospital 

 

 

Semi-
structured 
interviews  

Not specified 

 

 

Cancer 

 

 

8-16 years, 
(M=11.89)  

 

Not specified 

 

 

30 

 

 

Smith et al., 
2015, UK 

 

10 fathers; 15 
mothers 

 

Not 
specified 

 

21-52 (incl. 
mothers); 
M=38.3 

Acute hospital & 
support group  

 

Interviews  

 

 

Not specified 

 

 

Hydrocephalus 

 

 

2-13 years 

 

 

8 male; 7 
female 

 

26 

 

 

Steele, 2002, 
Canada 

 

 

29 family 
members (N of 
fathers not 
specified) 

Not 
specified 

 

 

28-48 years 

 

 

 

Pediatric hospice 
care 

 

 

Interviews & 
observations 

 

 

2.5-6 years 
post diagnosis 

 

 

Neurodegenerativ
e life-limiting 
condition  

 

 

3-13 years 

 

 

 

6 male; 4 
female 

 

 

25 

 

 

 

Thienprayon 
et al., 2016, 
US 

2 fathers and 
18 mothers  

 

Not 
specified 

 

Not 
specified 

 

Children’s Medical 
Center  

 

Semi-
structured 
interviews  

3-7 years 
post-child’s 
death 

Cancer 

 

 

less than 2 years – 
18 years of age at 
death 

10 female; 10 
male 

 

25 

 

 

Thomson et 
al., 2014, UK 

 

1 father; 7 
mothers 

 

Not 
specified 

 

30–59  

 

 

Specialist CAMHS 

 

 

Semi-
structured 
interviews  

4–30 months 

in CAMHS 

 

Anorexia nervosa 

 

 

4: 11–14 years  4: 
16–18 years 

 

Not specified 

 

 

28 

 

 

Usher-Smith 
et al., 2013, 
UK 

N of fathers not 
specified 

 

50% 

 

 

Not 
specified 

 

Paediatric 
hospitals 

 

Semi-
structured 
interviews  

Recently 
diagnosed  

 

Type 1 diabetes 

 

 

2-15 years 

 

 

9 male; 7 
female 

 

25 
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Verberne et 
al., 2017, 
Netherlands 

18 fathers; 24 
mothers  

 

Not 
specified 

 

<30 - >40 
(incl. 
mothers) 

Paediatric 
palliative care 
team 

Interviews  

 

 

Pre- and post- 
child’s death 

Life-limiting 
condition 

 

 

1: 0-1; 13: 1-5; 7: 
5-12; 2: 12-16; 1: 
≥16 years 

12 female; 12 
male 

 

27 

 

 

Verberne et 
al., 2019, 
Netherlands 

 

 

 

 

 

 

 

 

18 fathers; 24 
mothers  

 

 

 

 

 

 

 

 

 

5 did not 
attend 

 

 

 

 

 

 

 

 

 

<30 - >40 
(incl. 
mothers) 
 

 

 

 

 

 

 

 

Paediatric 
palliative care 
team 

 

 

 

 

 

 

 

 

Semi-
structured 
interviews 

 

 

 

 

 

 

 

 

2:0–6 months  

3:6–12 
months  

7:1–2 years  

8: 2–5 years 4: 
> 5 years 

 

 

 

 

 

15 non-malignant 
(congenital, 
neurodegenerat. 
and metabolic); 9 
malignant 
diseases (CNS 
tumour;  

bone/soft tissue 
sarcoma, 

neuroblastoma; 

leukaemia) 

0–18 years 

 

 

 

 

 

 

 

 

 

 

12 male; 12 
female 

 

 

 

 

 

 

 

 

 

28 

 

 

 

 

 

 

 

 

 

 

Waite-Jones 
et al., 2008, 
UK 

 

 

 

 

8 families 
(including 
healthy siblings 
and diagnosed 
children); 7 
fathers; 8 
mothers 

Not 
specified 

 

 

 

 

 

Not 
specified 

 

 

 

 

 

Support group 

 

 

 

 

 

 

Semi-
structured 
interviews 

 

 

 

 

Not specified 

 

 

 

 

 

 

Juvenile Idiopathic 
Arthritis 

 

 

 

 

 

12-18 years 

 

 

 

 

 

 

4 male; 4 
female 

 

 

 

 

 

28 

 

 

 

 

 

 

Wakefield et 
al., 2011, 
Australia 

15 fathers; 21 
mothers 

 

34% 

 

 

43-65 

 

 

Sydney Children’s 
Hospital 

 

Semi-
structured 
interviews  

Less than 5 
years post-
treatment 

Cancer 

 

 

12-20 years 
(M=16.1) 

 

13 male; 6 
female 

 

25 

 

 

Ware et al., 
2007, UK 

 

 

 

8 fathers 

 

 

 

 

Not 
specified 

 

 

 

Not 
specified 

 

 

 

National 
newsletter, 

support groups; 
voluntary 
organisation 

Semi-
structured 
interviews  

 

 

Not specified 

 

 

 

 

Life-limiting 
condition 

 

 

 

 

Not specified 

 

 

 

 

Not specified 

 

 

 

 

30 

 

 

 

 

Wennick et 
al., 2006, 
Sweden 

11 fathers; 12 
mothers 

 

100% 

 

 

30-52 

 

 

Child hospital 

 

 

Interviews 

 

 

Within 2 
weeks of 
diagnosis 

Diabetes 

 

 

7-14 years 
(M=9.5) 

 

5 male; 7 
female 

 

30 
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West et al., 
2015, Canada 

 

1 father; 1 male 
partner; 3 
mothers 

Not 
specified 

 

Not 
specified 

 

Family Nursing 
Unit  

 

Interviews & 
clinical 
assessment 

Approx. 4 
years post 
intervention  

Cancer 

 

 

7 years + 

 

 

Not specified 

 

 

26 

 

 

Wolff et al., 
2011, USA 

 

 

15 fathers 

 

 

 

63% 

 

 

 

32-56 

 

 

 

Pediatric hospital 

 

 

Semi-
structured 
interviews 

 

At least 6 
months post 
diagnosis 

 

Cancer (8);  

leukemia (4); 

sickle cell disease 
(3) 

Not specified 

 

 

 

Not specified 

 

 

 

26 

 

 

 

Woodgate et 
al., 2003, 
Canada 

 

39 children & 
their families – 
N of fathers not 
specified 

Not 
specified 

 

 

Not 
specified 

 

 

Designated nurse 
intermediary 

 

 

Observation & 
interviews  

 

 

Not specified 

 

 

 

Cancer 

 

 

 

4.5-18 years 

 

 

 

21 female; 18 
male 

 

 

22 

 

 

 

Woodgate et 
al., 2004 
Canada 

Fathers & 
mothers (N not 
specified) 

Not 
specified 

 

Not 
specified 

 

Not specified 

 

 

Observation & 
interviews  

 

Not specified 

 

 

Cancer 

 

 

4 ½ - 18 years 

 

 

21 female; 18 
male 

 

25 

 

 

Wright, 2017, 
UK 

 

 

3 fathers; 6 
mothers 

 

 

50% 

 

 

 

Not 
specified 

 

 

Hospital  

 

 

 

Semi-
structured 
interviews  

 

5 pre-transfer 
to adult 
centre; 4 post-
transfer 

Chronic liver 
disease and acute 
liver failure 

 

15.2–25.1 years 
(M=19.6) 

 

 

5 female; 4 
male 

 

 

29 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 Figure 2 Conceptual model 
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1. THE PARADOX OF SUPPORT 

1.1. ESTRANGED FROM OUTSIDE WORLD 

There was an acute feeling of estrangement from the outside world among fathers. They experienced 

loneliness and alienation from other families, [9, 21, 91, 102, 105] and a sense of betrayal and lack of 

sympathy from their own families, friends and society, in general. [3, 6, 9, 21, 27, 28, 74, 87, 91, 106] 

At times, there seemed to be little concern for fathers; despite their struggle, they were perceived as 

managing well: 

People would constantly ask me how my son was doing, which was understandable, but then 

shift to, “How’s your wife taking all this?” I don’t ever recall anyone ever asking me, “How are 

you taking this?” I guess they just assumed I would be okay. I felt very alone. [21] 

Friends failing to offer help or not knowing how to be supportive exacerbated the feeling of 

loneliness. Some friends had difficulty managing their own reactions, or experienced resistance from 

fathers who were not open to help. [21] Many fathers were geographically or personally isolated in 

varying degrees from their extended families and needed to rely on internal resources (themselves or 

partners) or on services, [3] as their networks were perceived as distant, unsupportive and 

unsympathetic [105, 106]: 

we didn’t really have the family support because (…) I really do not think they have understood 

what we have gone through. [3] 

Having seen Carl turn blue and look like a skeleton you think, you know, I think my brother has 

no idea and I get cheesed off. [106] 

Their world became uncertain and alienated, [91] as their own family and/or friends failed to 

acknowledge or understand their anguish; this created distance and reduced opportunities for 

support over time. Some of the fathers intimated a continuing sense of betrayal by family or friends, 

[91] while others felt alone and misunderstood in society [9]: 

If you had not heard news about your child being given a death sentence, then you do not 

know how I feel (…) or cannot put yourself in my shoes. [102] 

it’s too much cause people don’t understand the stress. [27] 

Fathers felt inundated with negative messages, hopelessness and rejection, which culminated in 

feelings of anger, failure and despair. [6] Prejudice, [106] stressful and embarrassing moments were 

experienced in public when they received frowning looks from people if their child had an outburst, 

[74] or if they took measures to protect the child from health risks: 

 then people can often stare at as if you are crazy. [28] 

 It feels like no one wants to touch us really. [9] 

 

 



1.2. INCONSISTENT HEALTHCARE SUPPORT 

Healthcare support was perceived as inconsistent, with some fathers having positive experiences and 

others feeling abandoned by or alienated from services. Positive experiences included fathers feeling 

that their needs were met by the healthcare team [1, 3, 4, 28, 55, 59, 70–77] and their opinion in the 

care process was given credibility. [106] Staff members were perceived as knowledgeable [1] and 

empathic, [72, 77, 93] which enabled positive and trusting relationships to build. In key decision 

moments, fathers put their faith in medical staff; [1, 59] children were provided continuous and 

individualised care, and the trust relationship with doctors was vital, mainly when many other medical 

professionals were not willing to understand the child’s challenges. [1, 4, 56, 73, 96, 104, 107] The 

help received from General Practitioners (GP) was also prompt and contact was regular. GPs and 

paediatricians were viewed as gatekeepers to accessing other services or support; although some 

medical professionals were not perceived as highly educated about the child’s illness, they proved 

efficient in managing medications, family issues [74] or supporting fathers to cope with the ordeal of 

treatment. [75] Moreover, some health professionals were skilled in bringing the family together to 

communicate sensitive information or assist when parents were losing their child:  

They inspired trust. I think our shell-shock would have lasted longer and our environment at 

home would have suffered, but they took everyone into the loop – dragged the whole family 

in. [70] 

Fathers appreciated the honest manner in which they were informed of their child’s prognosis and 

felt their questions were answered. [77] They felt part of the ‘team’ to ensure the best care for their 

child. [4] At difficult times, doctors advocated for the child or parents, and offered their support on 

days when they should have been off work. [59] Formal support groups were valued highly, as they 

provided a sense of community and belonging. [55, 73]  

Despite the positive experiences described, some fathers felt that few professionals had the specialist 

knowledge to help them. [9, 91] Fathers themselves struggled to understand the incomprehensible 

medical language and felt confused in relation to their involvement in the care process. Navigation of 

support services was not always smooth, caused by perceived inadequacy of follow-up after 

diagnosis, poor communication between staff across services, [91] delayed diagnosis and 

disproportionate care. [5, 9, 72, 77, 91, 104] Some described the health care system experience as 

‘living hell’, as fathers felt little control over the processes or outcomes of care: [27]  

All of our decisions that we had to make were split second decisions [4] 

There was an acute frustration around support; [1, 5, 59, 71, 73, 74, 78, 93, 103] support groups were 

not always aimed at fathers or did not meet their needs. [3] Medical services lacked a family-oriented 

approach and staff missed the whole picture of families’ lives and dynamics. Care decisions reflected 

the illness-induced interactions and did not necessarily meet families’ needs [3–5, 21, 78], even when 

the child was cared for at home: [85]  

we had to lose our temper in front of the general practitioner with the paediatric homecare 

organisation before they understood our boundaries [28] 



Fathers did not feel encouraged, nor received emotional support from health professionals; they felt 

inundated with hopeless prognoses, [1, 6, 78, 85, 86, 105] which echoed their abandonment by staff 

and services:  

…after he had come out of the coma, we were hit with the fact that he was `going to be a 

vegetable' [6] 

1.2.1. CHALLENGING MEDICAL EXPERTISE AND PRACTICE 

The central theme of mistrusting healthcare services and staff recurred in many studies. [1, 4, 5, 59, 

78, 81, 91] Fathers felt that health professionals dismissed the impact of their communication or 

decisions on families’ lives, and subsequently trust in their competence was challenged. This 

experience contributed to an emerging self-doubt about their own ability to make key decisions 

relating to the child’s care; there was an intimated ambivalence towards the healthcare system, 

knowing that it failed them in the past:  

I feel like I made a totally wrong decision by letting those wackos (crazy people) near my son.  

[78] 

Fuck what the doctors tell you a lot of times (…) they don’t live with child, they don’t 

understand, you know, I’m told they’ve got the latest research papers… that’s not living at 

home with someone 24/7 and understanding the condition from the inside out. [1] 

Some fathers reported incidents when nurses did not comply with required standards of practice, [4, 

108] for example not using antiseptic techniques appropriately; although the child had many 

infections as a potential consequence, the father was excluded and the care was jeopardised after 

making a complaint:  

Instead of them coming in and checking on him seven or eight times, it would drop down to 

five or six times or four times. [4] 

The support system was perceived as too bureaucratic and inconsistent; appointments were held at 

inflexible times or involved long periods of unnecessary waiting. [91] Fathers questioned the quality of 

services, which were not always adequate to their needs, lacked clarity or were duplicated; they felt 

that a key-worker would have eased the process and improved continuity of care. [91] There were 

moments when fathers took an active role as ‘nurses and watchdogs’, given their discontent about 

how their child was cared for: 

we had to be careful. What things were administered to him and a lot of them we did 

ourselves (…) and when we were at home I was giving him injections [5] 

Although initially hesitant due to their previous experiences, fathers had no other option than to 

place their trust in healthcare professionals, mainly when they faced the ‘danger’ of losing their child. 

[1] In more extreme cases, fathers considered legal dispute:  

if I knew what I know now, he wouldn’t be going anywhere, because my lawyer would just 

make mincemeat out of him. I’ll never forgive him. He didn’t know what he was talking about 

(…) he was just a fool. [81] 



Are they all on the same page? Well, they probably were on the same page…. But if they’re 

not, we’ve got a fight on our hands [59] 

On other occasions, fathers became advocates for their children and read medical literature; gaining 

knowledge about their child’s condition empowered them to challenge information and work closely 

with health professionals to ensure the best care:  

We heard other families saying that we should try these other drugs and so we kind of leaned 

towards those because they seemed to work (…), even though the neurologist thought 

something else would work (…) [4] 

2. CHALLENGES IN THE CARING PROCESS 

2.1. FRAGMENTED CARING EXPERIENCE 

Fathers experienced estrangement in relation to their unwell child, often finding that mothers 

assumed the primary care role. They felt side-lined, mainly when their partners resisted their opinions 

or contributions. There was a feeling of alienation stemming from their secondary or peripheral 

participation in their children’s care, due to lack of support or opportunities to be engaged more 

intensely. [21, 84, 87, 98, 106, 108] There were instances when parents had conflicting expectations 

in relation to the caregiving, mainly shaped by assumed gender roles: 

I had to fight to stay with the baby in the hospital—my wife wouldn’t let me. [21]  

Fathers often assumed care responsibilities for healthy siblings to ensure they received as much 

attention [5, 24], whilst others felt torn between their healthy and ill child. [93] They were unable to 

attend appointments due to work commitments, distance and siblings’ needs. [98] In some cases, 

parents made the role transition together, by exchanging household responsibilities, with the father 

being the primary caregiver for the unwell child [21, 92, 98]: 

My wife and I have reversed the traditional roles. I stay at home with the kids while she works. 

[21] 

2.2. HELPLESS TO HELP 

Caring was experienced within a cloud of feeling helpless in relation to their child’s condition. Fathers 

felt hopeless in their ability to care for their child as a parent ‘should’, leaving them feeling 

unconfident and lost [1, 6, 24, 27, 55, 77, 83, 87, 91, 108]. Feeling unable to fulfil their perceived role 

of the ‘fixer’ as a parent and take away their child’s pain was a huge challenge, and some fathers 

described it as ‘a unique kind of horror’ [1]: 

as a parent, you feel that you can do everything for your child, and not being able to fix something 

that your child is going through is very, very difficult. [24] 

I’m afraid to be left alone with my sick daughter because I fear something will happen to her and 

I could never forgive myself if it did. [24] 

There was an intolerable self-blaming and guilt stemming from their helplessness [21, 92]. They 

experienced fear, uncertainty and lack of control over the illness [1, 4, 5, 9, 23, 28, 59, 72, 77, 79, 81, 

82, 85–87, 89, 93, 94, 109]. Fathers found themselves in a state of crisis; their emotional pain and 

children’s physical suffering seemed invincible and paralleled one another:  



I guess that’s the hardest part, dealing with the pain and suffering, just tremendous suffering. 

It’s just serious, serious pain and that just tears the guts out of you. [23] 

Some fathers described compulsive caring to try to manage this lack of control [1, 27, 28, 72, 93, 94], 

including excessive cleaning [1], avoiding contact with others and ‘constantly watching’. [94] 

2.3. PRACTICAL BARRIERS TO ACCESSING SUPPORT 

Fathers experienced practical barriers to support including difficulty gaining financial support [9, 60, 

99] and travel insurance [72], and feeling unsupported at work [88]. There was limited flexibility to 

take time off work, which reduced opportunities to engage in caregiving or support wives [21]. They 

also found it difficult to find a suitable carer for their ill child [24, 106] and/or did not feel they had 

access to proper services [72, 88] or key workers. [72, 91]  

3. ‘NOBODY THINKS OF MEN’ 

 3.1. ASSUMED RESPONSIBILITY OF MALE ROLE   

Fathers’ experiences were shaped by assumptions about masculinity and fatherhood, embedded 

within the organisation of support systems and medical care institutions. [21] They took on an 

assumed responsibility to lead the family [4, 88, 89], which often meant putting aside or repressing 

painful emotions. Being the ‘strong’ one allowed them to fulfil the role of provider, and even 

protector, to look after mothers and their families. [21, 23, 58, 71, 78, 87, 88, 93, 102, 106] 

Men still feel like there has to be some sort of stability in the family. That’s our job…I carried 

my grief to other places . . . or I experienced my grief when she wasn’t around so she couldn’t 

see it. [93] 

Fathers used strategies to gain legitimacy in their family and in society. They struggled between hiding 

their emotional response to prove they were strong, and showing others that they were suffering too. 

Fathers appeared to cope well, but over time, their internalised mask of bravery became difficult to 

handle:  

Fathers have to be the tough guy, but I couldn’t take it. For 2 years, I just cried (…) I put my 

‘stuff’ in a box and put the box on my shoulders. Then, I’m okay until my legs buckle. [21] 

Some fathers were reluctant or experienced guilt to seek support to enjoy time with their life 

partners. [24] Others avoided support networks to try and maintain a sense of normality. [105] 

However, the most recurrent theme was a belief that opening up about their emotional experience 

and seeking support was not acceptable: [1, 3, 5, 23, 27, 87, 88, 93]  

You don’t show any vulnerability ever…You don’t let your guard down when it comes to that. 

You’re the rock that holds the place together so to speak. [23] 

3.2. “I WAS THE SECOND CLASS CITIZEN” 

A common felt experience was a lack of acknowledgment of fathers’ role in the care process, both at 

work [3, 21] and the hospital [5, 77, 78, 90, 108]. A high number of fathers felt side-lined [1, 5, 21, 27, 

77, 78, 86, 87, 91, 106] during interactions with health professionals, or when attempting to access 

services or information regarding their children. They felt that information was restricted, [4, 5, 12, 

60, 72, 78, 85, 87, 93] and subsequently fathers felt unvalued [1] or had an exacerbated sense of lack 



of containment and abandonment. [91] When they took part in communication with health 

professionals, they felt disconnected and that they received second-hand information; they did not 

feel that the medical professionals were alongside them as other human beings: 

The help the staff offered, even their talk, was all geared toward the mom. None of the 

professionals there could relate to me. [21] 

I have to sit and wait.. . .I was the second class citizen. I want to know what’s going on…and 

they won’t say anything to me. [108]  

Fathers’ care occurred ‘behind the scenes’ most of the times, and their efforts were not recognised 

by medical staff. They did not feel listened to, valued, nor included in care plans. They felt undignified, 

and their basic needs and opinions were not accounted for:  

You’re nothing. They don’t give a s*** what you think or what you want. Anybody that’s an 

important part of the team, I can’t see an important person sleeping on the floor. But that’s 

where you sleep as a parent. You sleep on the floor. Does the doctor sleep on the floor? Does 

the patient? No. That kind of thing just pissed me off.’ [78] 

Although in some circumstances the father was the child’s primary caregiver or the legal guardian, 

healthcare professionals prioritised the mother when information was provided:  

Doctors and nurses and everything [should] realize that maybe you don’t have to come in and 

talk to the woman in the room, that maybe the man’s also involved in it a little bit more. [77] 

They had fewer opportunities to gain the same level of understanding about their child’s condition 

and treatment as mothers, [106] and were not involved in post-treatment decision making: [98]  

I am sure if someone explained it we could really understand and get some knowledge. It’s not 

as though we’re stupid. [72] 

Fathers often appeared torn between wanting their emotional experience to be acknowledged [1, 27, 

71, 78, 86, 91, 94], and an internalised view that they should not need or want their emotions tending 

to, because there was a consistently held view that women’s emotional experience takes priority. [21, 

23, 27, 78, 87, 88, 91, 93, 94, 102] 

people don’t realize how much it does affect (…) I suppose the fathers probably are the ones 

that might be overlooked the most (…) I don’t know whether that is being sexist. [28] 

‘Did I feel left out? (….) There were times when I felt left out, … second wheel. It would be like 

they’d go to [the child’s mother], explain everything (…) and then, “oh, by the way, here [and 

then refer to the father].” It seemed to me, at times, I was an afterthought. [27] 

Important practical insights surfaced from fathers’ narratives. They experienced taboo around 

intimate personal care for daughters [3, 106] as well as fears over the ability to continue to provide 

physical care as their child grew older. [24] 

I tend not to get involved in the personal care unless I absolutely have to and it’s not because I 

don’t want to get involved in changing nappies it’s just about what is and isn’t really appropriate. 

[3] 



There were also calls to improve services within medical institutions around pain and symptom 

management [56], adults’ facilities for hygiene, healthy diet [75] and sleep [3, 85]. Finally, there were 

indications of trauma among some fathers’ narratives, calling for a need for holistic care that would 

address the emotional and physical needs of each family member. [1, 27] In general, fathers coped 

alone and mothers got support from others: [21] 

if that gap in that window was big enough I’d force myself out of it right now cause I can’t cope 

(…) I lost my mind, went completely didn’t know what to do…I was gone. [1]  

4. IMPACT ON FAMILY LIFE 

4.1. SUSPENDED LIFE ROUTINE 

Children’s life-limiting conditions undeniably altered their fathers’ lives and family dynamics. Fathers 

had to take time off work [3, 5, 10, 92], and found that many lifestyle choices were now influenced by 

the needs of their children. [5, 27, 57, 72, 106] There was a sense of being unable to resume life [1, 4, 

27, 28, 71, 80, 87, 91, 103, 106], and limited flexibility in daily life compared to before. [24, 57, 88, 

102, 106, 108, 109] 

4.2. POLARISED IMPACT ON FAMILY UNIT 

Some fathers felt emotionally reunited with their partners [24, 27, 91], but many others reported a 

loss of intimacy. [3, 4, 24, 71, 75, 78, 87, 88, 93, 105, 106, 110] In some studies, this ambivalent 

impact on intimate relationships was well articulated. [1, 11] Family units were shaken, with some 

fathers describing fragmentation of relationships, including separation and divorces [5, 57, 76, 92, 

106] and others, family closeness. [71, 77, 88, 95, 109] 

5. THE FALL OF THE CURTAIN: AN IRREVOCABLY ALTERED WORLD  

5.1. “A FEELING OF DEVASTATION” 

Fathers experienced devastation on discovering their child’s life-limiting condition, enveloped by 

anticipatory grief relating to their inside and outside worlds. This stemmed from thoughts of losing 

their child [4, 55, 59, 88, 109] and that their child would never be the same again. [28, 71, 94, 106, 

110] They also grieved for their own altered life [3, 9, 55, 84, 93, 102, 105, 108, 110] and 

relationships. There was a sense of loss and sadness due to their limited involvement with the unwell 

child [84, 106] and the grief became atemporal and irreversible: 

It’s like you’re grieving for your own child because a certain amount of your child has actually 

died. You’re seeing it every day, you’re grieving for it every day. [110] 

For some, the period of diagnosis was turbulent and ambiguous, with indecipherable illnesses 

contributing to this. [4, 9, 11, 82, 91, 93, 105] Others felt as though they had been knocked down to 

be brought back up. [83, 107] Not all fathers grew stronger: “This business about ‘coming out of it 

stronger’ is a bit of rubbish”; [21] the majority were consumed with emotions [5, 21, 27, 71, 78, 83, 88, 

90, 94, 102, 106, 107, 109], including anger [1, 5, 6, 23] and shock [1, 4, 23, 55, 59, 70, 72, 86, 87, 91, 

93]:   

It was . . . so unexpected . . . I can’t really articulate the feeling aside from maybe just a numbness 

and a disbelief . . . that took over us’ [55] 



It just went wooooooooosh . . . I remember . . . a weird 70’s puke green place with a window that 

only had about this much gap it was high up and she (Consultant) matter of factly said ‘yeh people 

with (diagnosis) only live till their about 28 uh yeh you’re guna need lots of help yeh its awful’ . . . 

I remember . . . thinking you fucking bitch [1] 

They wanted their emotional experience as a male to be acknowledged: “we have emotions, we break 

down, we cry”. [27] 

5.2. IN THE AFTERMATH: REACHING FOR HOMEOSTASIS  

In response to their difficult emotional experience of having a child with a life-limiting condition, 

fathers tried to maintain stability of their inside and outside world. They often dismissed the impact of 

the diagnosis and associated emotions [1, 11, 27, 28, 58, 75, 78, 83, 86, 87, 91, 94, 106] and withdrew 

from others. [96, 105, 106] Fathers tried to maintain some normal family routine, [4, 5, 103] which for 

some was achieved by negotiating independence with the unwell child. [3, 23, 72, 105–107, 110] 

Finally, fathers reached for homeostasis through education and gaining experience in their child’s 

diagnosis. [4, 5, 28, 72, 73, 75, 77, 78, 84, 87, 91] 

5.3. LIGHT AT THE END OF THE TUNNEL 

Fathers found solace by living in the present moment with their children. [6, 73, 77, 89, 94, 97, 105] 

Through the hardship they learnt what was valuable for them. [8, 23, 27, 60, 71, 77, 90–93, 95] Some 

focused on hope and defiance to move forward in life [6, 23, 27, 28, 77, 88, 102], whereas others 

talked about the importance of acceptance. [1, 8, 27, 28, 57, 59, 73, 91, 94, 105, 106] Religion was 

also a way to cope and manage the difficulty of the experience. [4, 23, 27, 28, 77, 88, 91, 95, 100, 101, 

111] 

DISCUSSION 

PRACTICAL IMPLICATIONS  

Included studies informed a model encompassing five multifaceted overarching concepts that 
explained fathers’ experiences of caregiving. These described their lived paradox of support, 
challenges in the caring process and impact on family life. In addition, fathers felt that nobody 
thought of them while looking after the ill child, and that their world was irrevocably altered. Our line 
of argument indicated that fathers had complex and varied experiences of caregiving inside and 
outside of family. They valued specialist knowledge and open communication across services, 
however, our findings suggest that they experienced ambivalence in relation to their role in their 
child’s caregiving. There was both disempowerment in the interaction with health professionals and 
reassurance that the staff sat alongside the ill child and the father.  

Several recommendations to improve fathers’ experiences can be drawn from this meta-
ethnography: (1) recognising the father’s experience should be an integral part of healthcare, and not 
an adjunct; (2) allowing an empathetic interpretation of fathers’ experiences so that tailored services 
support them to communicate rather than hide their emotions; (3) understanding the types of 
caregiving fathers offer their children and enabling more opportunities for them to be involved in 
their ill children’s care; (4) recognising the gender roles, social and economic determinants of father’s 
stress and isolation, and how these play out in the medical arena; (5) providing an opportunity for 
new interactions with surrounding social structures and institutions; (6) allowing them to be part of 
the advanced/anticipatory care planning. [2, 37] 



There is a need to recognise that increasing numbers of fathers are involved in general childcare, as 
well as in their ill children’s treatment, often provided in their homes. This may be due to changes in 
how the role of fathers is viewed in society and the increasingly family-friendly working policies that 
have been implemented in recent years. [112] However, there needs to be more information, 
guidance and support for fathers who provide intimate personal and complex nursing care for their ill 
children at an age when it is deemed to no longer be appropriate for them to do so, especially in 
public or commercial toilet facilities. [3] This is highly sensitive for fathers who look after their 
daughters with complex healthcare needs, as their role can be misconstrued as child abuse. [3] Child 
safeguarding and dignity of care policies should recognise fathers’ role in the palliative care process. 
This aspect of healthcare is critical to protect those fathers involved in general childcare while the 
mother looks after the ill child in hospital, or are the child’s primary caregiver/legal guardian. [3, 106] 
Our model indicates that fathers feared over the ability to continue to provide physical care as their 
child grew older. [24] 

There was evidence of practical discomfort when fathers tried to access a shower in the hospital as 
they had no other option than using the children’s facilities. [75] It was also suggested that there 
should be opportunities for the ill child and the parent on the ward to get a meal together in 
recognition of the moral support they provide and contribution to the care process. [75] 

Medical staff could assist fathers in the illness journey by providing the necessary information and 

support and by allowing them to be an integrated part of the healthcare system. However, as our 

model indicates, health professionals will need training and support to be able to assist them 

effectively. [3–5, 21, 78] Furthermore, international policies need to emphasise the importance of 

family-centred paediatric palliative care [31] and prioritise collaboration between both parents and 

healthcare providers. [2, 37] On a societal level, gender is embedded in fathers’ experiences of their 

children’s life-limiting conditions and perception of traditional gender roles needs to change; despite 

fathers’ willingness to be involved in their ill children’s care, they still experience restrictions in 

accessing medical information. Indeed, some fathers prefer to leave the information gathering to the 

mothers. [75] However, rather than relying on the mother to update the father on the child’s 

progress, [1, 4, 5, 12, 21, 27, 60, 72, 77, 78, 85, 86, 87, 91, 93, 106] health systems should create 

channels of communication through which medical staff can engage with both parents. These would 

enable them to learn of their decisions regarding the care role, and their preferences if/how they 

would like to be involved. Although some health systems facilitate parents’ online access to children’s 

tests before appointments, [120] our recommendation is that international policies should prioritise 

such services to become a common practice. [21]  

More flexible appointments  to enable equal access to information, opportunities for fathers to 

contribute to initial screening, consultations or treatments, and consent giving in relation to 

treatment and care plans, mainly when they are separated from the mothers, is another area that 

needs addressing. [91] Recent evidence signals new patterns of family formation alongside the more 

traditional one, rise in births outside marriage (with co-habiting couples or lone parents) and 

increased divorce rates, all with potential impact on clinical practice; [121] therefore, fathers should 

be offered opportunities to provide their support in the care process.  

Our model opens possibilities for support networks in the healthcare system. In recognition of the 

fact that fathers’ experiences are still shaped by embedded assumptions about masculinity and 

fatherhood within medical care institutions, [21] time should be reserved to determine what sorts of 

support they prefer, and tailor them according to their needs in the caregiving journey. Many studies 



have highlighted the difficult balance between acknowledging fathers’ emotional needs and 

experiences and their need to dismiss these at times to maintain their own sense of normality. There 

was a pattern towards mothers seeking and receiving more social support than fathers. [21, 23, 58, 

71, 78, 87, 88, 93, 102, 106] On different occasions, fathers perceived a lack of adequate outlets to 

communicate their emotions or declined the support provided as they learnt effective and protective 

ways of brushing off suggestions for help. [1, 3, 5, 23, 27, 87, 88, 93] Gender-appropriate 

interventions may be useful in periods of crisis (diagnosis, relapse) and chronicity (active treatment, 

remission). Psycho-educational interventions could facilitate parental understandings of potential 

similarities and differences in coping and adjustment. Finally, although developed from studies of 

fathers of children with life-limiting conditions, our model may also be transferable to other long-term 

(non) life-limiting conditions. Further research would enable comparisons. 

STRENGTHS AND LIMITATIONS OF THE LITERATURE 

Fifty-seven studies were of high quality (score ≥ 80%). The remaining, while judged lacking in some 

quality (score 60-79%), were still considered to constitute valuable research contributing to the 

existing knowledge. [65] Only one study scored exactly 60%. [71] Authors needed to provide clearer 

details regarding its aims, recruitment strategy and rigour of data analysis. Several literature 

limitations were noted. Studies typically focused on relatively small samples of fathers; even in mixed 

samples, there was a bias toward mothers’ opinions. Gender imbalance in paediatric research has 

been addressed previously, and reasons include mother-focused recruitment, data collection and 

reporting, [85, 113] fathers not being invited or available, relying on mothers as proxy respondents for 

fathers, inaccessibility of working fathers, lack of knowledge regarding father’s caregiving role and 

contact details, lack of or minimal relationship between fathers and health professionals [7, 114–116] 

and lack of trust in researchers [117]. Although the exclusion of fathers in paediatric studies has 

raised ethical concerns and has been described as inappropriate from a funding perspective, [14, 118] 

their under-representation has been rarely addressed as a study limitation. [7, 115] In some studies, 

fathers’ data has been minimally reported or excluded. [85, 99, 113] In addition, there has been little-

no focus on young parents (aged between 13-25 years). A wealth of research has examined the 

experiences of middle aged parents; five studies included parents aged over 20 years [10, 72, 80, 88, 

104] and six gave an account of parents over 65 [9, 58, 60, 73, 74, 110], however their gender and 

number in that specific age range has not been specified. In 27 studies (44%) parents’ age was not 

specified at all. In addition, the age of the children in some studies (e.g. fetal alcohol spectrum 

disorder: 1–37 years [73; 74]; stroke: 27–46 years [110]; Juvenile Huntington’s disease: 9–24 years 

[9]) and time of data collection (up to 4-5 years post-treatment/intervention [76; 97; 98]; at least 5 

years post diagnosis [10;23; 86; 105] or up to 7 years after child’s death [4; 56; 58; 60]) may have 

created a potential recall bias or an inaccurate or incomplete recollection of fathers’ experiences 

when their children were younger. 

STRENGTHS AND LIMITATIONS OF THE META-ETHNOGRAPHY:  

To our knowledge, this is the first meta-ethnography focusing on fathers’ experiences of caring for 

their children with life-limiting conditions and the first attempt to develop a conceptual model. 

Although fathers’ characteristics and settings varied greatly, this meta-ethnography conceptualised 

their experiences during their personal and family crises, generated by their children’s life-limiting 

conditions. It provides a dramatic window into the salience of these experiences in various stages of 

children’s illness and treatment. An important limitation however is the reliance on the data 



presented in the included studies, which may not fully reflect the original data. This may be 

exacerbated by the trend in the literature to focus on the mothers’ experience.  

THE NEED FOR FUTURE RESEARCH 

As identified by others [119], more research should focus on the changing nature of the traditional 

parental roles in caring for ill children. Our meta-ethnography highlights that fathers and mothers 

experience significant emotional distress equally; however, more research is needed to explore the 

gender differences in parental responses to their child’s illness, protective mechanisms fathers use 

and their preferred types of support. This call is supported by recent research that has addressed 

resistance strategies used by fathers of children with cancer [88] and fathers’ engagement in 

paediatric palliative care research. [7] Our study suggests that services are more conducive to the 

recognition of maternal emotional experiences and needs; one potential area of research would be 

the development of tools to assess fathers’ mental health in clinical practice, which could lead to the 

design of gender-specific psychological interventions. An example would be well-being 

questionnaires, designed to capture psychosocial risk factors that would highlight to the clinician that 

the family may need additional support. For instance, if a father had a history of psychiatric 

disorder(s), anxiety, depression, substance misuse or another child with a chronic condition then it 

would highlight that the family were at higher risk and may require additional support. This could 

then prompt referral to appropriate services to help address those issues. These types of 

interventions already exist, for example, in paediatric diabetes clinics [122], where information 

gathered through an annual questionnaire is used to guide whether additional support is required. 

However, using these support tools to assess and support parents is not commonplace, and this is 

therefore our recommendation 

There is a lack of longitudinal studies to address fathers’ experiences at key time points in the 
dynamic illness trajectory and their adjustment to treatment and caregiving. It was not within the 
scope of this study to explore how factors such as age, duration of care and time of diagnosis affected 
the findings in our conceptual model, however this is recommended for future research. In addition, 
as already highlighted, there was a bias towards lower father participation in research, and more 
focus on mother’s experiences when data was reported. Future research should avoid this bias, [119] 
by facilitating more inclusive and flexible recruitment strategies, and involving fathers in research 
designs. There is a lack of multicultural research in the area of fathers’ role in palliative care, and the 
impact of cultural beliefs and taboos on the treatment and caregiving process. Some fathers in our 
meta-ethnography were the primary caregiver, the legal guardian or a single parent [3, 106]. More 
understanding of the experiences of families with complex structures [119; 121] and their palliative 
care needs is needed.  
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