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The impact of cognitive-communication difficulties following traumatic 

brain injury on the family; a focus group study 

Primary Objective: To identify how families experience cognitive-communication 

difficulties following Traumatic Brain Injury (TBI). Experiences of information, 

training and support for managing communication changes was also explored. 

Research Design: Qualitative focus group methodology using thematic analysis. 

Method Fifteen family members of individuals with cognitive-communication 

difficulties following severe TBI participated in the study; 4 parents, 6 spouses, 3 

siblings and 2 offspring. The majority of participants were female (80%, n=12), with a 

mean age of 51 (range 19-71). Four focus groups were held with family members at 0-

12 months, 12-36 months and 36+ months post-injury. The data was transcribed 

verbatim and analysed using NVIVO 12. Results: Cognitive-communication 

difficulties were found to impact upon family functioning and psychological wellbeing 

for several years post injury. Changes to social cognition, insight and the “filter switch” 

of the person following TBI were key areas of distress. Participants highlighted the 

need for information about communication changes to be provided at several time 

points post injury. The need for peer support from other families with experience of 

cognitive-communication difficulties was also identified. Conclusion: Cognitive-

communication difficulties impact upon family functioning for many years following 

injury with families continuing to have support needs for communication well beyond 

the acute rehabilitation stage. 

Keywords: traumatic brain injury, cognitive-communication difficulties, family 

experience, focus groups, service provision 

Introduction:  

Traumatic Brain Injury (TBI) is a significant cause of long-term disability with an estimated 

500,000 people, approximately one family in 300, affected in the United Kingdom (1). 

Families often take on the responsibility of providing long term support to the person 

following moderate-severe TBI, resulting in high levels of caregiver burden, psychological 

distress and changes to family functioning (2-12). In addition to the complex neuro-

behavioural effects associated with moderate-severe TBI; impaired awareness, behavioural 

rigidity, impulsivity, irritability, anger, changes to memory and information processing, 

families frequently report changes to communication as a key area of distress (13-16).     
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              Cognitive-communication difficulties (CCD) resulting from disrupted cognitive 

processes (e.g. attention, memory, executive function) rather than specific language disorder 

is the most prevalent communication difficulty following TBI (17-19). CCDs are wide 

ranging and can include negative changes to comprehension, word finding, discourse and 

social communication (20-23). CCD significantly impacts upon the person following TBI’s 

ability to participate socially and maintain relationships (16,24). More longitudinal 

investigation into the course of CCD is required, however, as there are currently no studies 

which investigate CCD following TBI longer than three years post injury (25).  Recent 

studies have started to address this issue by measuring how CCD changes and impacts upon 

psychosocial functioning over time (26,27). Growing awareness of the need for interventions 

that specifically address social cognition changes following TBI (impairments in theory of 

mind, perspective taking, cognitive empathy and emotional perception) has also resulted in 

number of recent papers in this area (28-32).  

              Despite decades of research demonstrating the profound impact moderate-severe 

TBI has on family functioning, families consistently report that services are inadequate and 

fail to meet their needs (33-38). This has led to a number of qualitative studies investigating 

the lived experience of family members in an attempt to help services better understand what 

support is required. One study investigating the narratives of family members in their first 

year following TBI provided key insights into how families gradually develop an awareness 

of the long-term effects of brain injury (39). Participants initially focused upon continuity of 

the person following TBI’s personality traits before experiencing narrative disruption as 

changes became more evident. Some families required support to move to the final stage of 

reconstructing new narratives, particularly as differences in perception between family 

members could lead to narrative malalignment. Similar themes of continuity-discontinuity 

and coping-not coping were also evident in a study investigating the lived experience of 

family members, several years following TBI (40). Support to develop coping strategies was 

viewed positively by participants and was identified as required at several time points 

following injury, not just in the early stages.  

              Family experience of severe acquired brain injury, specifically in relation to services 

and support systems, was explored in a recent study involving the semi-structured interviews 

of family members 2-28 years following the event (41). Themes emerged relating to “the all-

encompassing challenge”, “loss and grief”, with family members experiencing an “ever 

present, unavoidable duty”. Participants also experienced poor communication between 
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services, lack of specialist knowledge in the community and a failure of professionals to take 

on board the families’ perspective. These findings echo the results of previous studies in a 

number of countries which have identified TBI services as unorganised, lacking in specialist 

TBI education and unresponsive to the long-term continuum of care required by both the 

person following TBI and their relatives (42-46).  

              The need for interventions that provide support, education and skill building to the 

families of individuals following TBI is clearly recognised although more empirical research 

is required to establish their efficacy. A recent systematic review identified that many of the 

TBI specific family intervention studies were limited by small sample sizes, bias on 

randomisation techniques and reduced fidelity (47). The effect of individual programme 

components, e.g., TBI education, was also difficult to discern (48) although positive findings 

have recently emerged for peer support, problem solving, manualised group intervention 

programmes and couples’ therapy (49-57). A number of studies have also explored whether 

the service needs of family members may differ depending upon their relationship to the 

person following TBI (56-59). Although findings have been mixed, a recent qualitative study 

found that partners perceived a number of subthemes differently to parents (60). For example, 

partners expressed more intense frustration about the responsibility of having to shoulder the 

caregiver burden alone, whereas parents talked about a return to a more supportive parenting 

role with fear for the future when they could no longer provide this care. 

              Involving family members in communication partner training (CPT) results in 

improved communication outcomes for the person following TBI and is recommended as 

best practice for Speech and Language Pathologists (SLP) (61,62,63). Family caregivers 

report less stress at social events and improved confidence in supporting the person following 

TBI in conversations following CPT interventions (64). Few studies have explored how 

family members experience and manage the consequences of CCD over the longer term, 

however, and a recent survey identified that families experience high levels of unmet need for 

CCD over this trajectory (65). 

              The aim of this study was therefore to develop a greater understanding of the impact 

CCD have on family members over time and explore how services can optimise the 

information, training and support they provide to families with regard to CCD.  

Research Questions: 
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• How do cognitive-communication changes following TBI affect families? 

• Does family experience of CCD following TBI change over time? 

• How can services best support the families of individuals with CCD following TBI? 

Method:  

Design: 

A focus group methodology was employed as it enabled us to capture a range of experiences 

and views about CCD from the perspective of family members. This project was approved by 

NHS West midlands- Black Country research ethics committee (reference number 

19/WM/0072; IRAS project number 260091). 

Participants: 

Individuals eligible for inclusion were the adult family members (over 18) of people with a 

diagnosis of CCD documented by a Speech and Language Pathologist (SLP) in their medical 

notes (defined as difficulty paying attention to conversations, staying on topic, remembering 

information, responding accurately, understanding jokes and/or following directions) as a 

result of sustaining a severe Traumatic Brain Injury (defined as a brain injury caused by road 

traffic accident, assault or fall with a score on the Glasgow Coma Scale (GCS) of 8 or less 

and/or a period of Post Traumatic Amnesia (PTA) of more than 24 h) (66). Family members 

of individuals who were less than three months post injury or still in post-traumatic amnesia 

PTA (defined as the period of disorientation as coma) were not eligible for inclusion.  

Procedure: 

The lead researcher (LG) identified eligible participants from the NHS Lanarkshire’s 

Community Brain Injury Team’s (CBIT) current caseload and from a database of previous 

CBIT clients who had consented to being contacted about future research. All eligible 

participants were contacted by phone and then sent out a detailed, typed participant 

information sheet which emphasised that participation in the focus group was voluntary. 

Options for suitable times and locations were provided and all participants completed a 

written consent form prior to participating in the focus group. 

              Four focus groups took place. Participants were grouped in relation to time since 

injury (0-12 months, 12-36 months and 36+ months) to ensure relatable experience to the 
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other group members and to minimise distress. Two focus groups for 36+ months were held 

to accommodate for the geographically diverse location of these participants. 

              Each focus group lasted between 1 and 1.5 hours and were led by two facilitators 

(LG and an experienced CBIT therapist, unconnected to the project, who observed and took 

field notes). LG is a speech pathologist working in CBIT with 23 years of clinical experience 

in adult neurogenic communication disorders. She holds an honours degree in speech 

pathology. A focus group topic guide containing information on group set up and open-ended 

questions relating to the participants’ experience of CCD following TBI and the information, 

training and support that would be useful to participants was used to ensure parity across the 

three groups (see appendix 1).These questions were piloted on three family members, three 

brain injury survivors and three therapists currently working with CBIT. This was to ensure 

the questions were relevant and sensitively worded in addition to ascertaining the time 

required for completion of all questions on the guide.  

 

              Of the fifteen participants that took part in the focus groups; 80% (n=12) were 

female, with a mean age of 51 (range 19-71) and related to the person following TBI in a 

range of ways; parent 27% (n=4), spouse 40% (n=6), sibling 20% (n=3) and child 13% (n=2). 

Parents and spouses were equally distributed across all time bands with siblings and offspring 

represented in the 18-36m and 36m+ focus groups. The majority of TBI survivors being 

described were male (87% n=13) with a mean age of 49 (range 24-63). Mean time since the 

brain injury event was four years six months (range 5 months- 10 years 8 months). All 

participants were British and resided within Lanarkshire, Scotland.  

Analysis: 

The focus groups were digitally recorded and the audio recordings transcribed verbatim (LG). 

Each participant was provided with an anonymous code to de-identify the transcripts and a 

thorough six stage thematic analysis (67) was carried out using a combination of manual and 

computer assisted methods (NVivo 12). This involved reading and re-reading the transcripts 

to get an overall sense of the data prior to grouping the responses to each question together 

and ‘coding’ the main ideas. Coding involved working methodically through each of the four 

transcripts to select comments which were put into containers called ‘nodes’(LG). New nodes 

were added as we progressed through the text and this resulted in a list of open codes (LG). 

The different codes were then sorted into potential themes and LG worked with the other 
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authors to identify overarching themes and sub-themes. The research team then worked 

closely together to review and refine the themes and identify suitable extracts for each theme. 

This enabled the themes to be organised into a coherent and internally consistent account, 

with an accompanying narrative. 

Rigor: 

A number of measures to protect the study from bias were employed. The study was 

conducted in reference to the consolidated criteria for reporting qualitative research COREQ 

(68). The first author followed the focus group guide, including only the questions (which 

had been piloted on service users) stated within this guide. Member checking was conducted 

throughout each focus group by facilitators summarising the information provided by 

participants to confirm whether their message had been understood correctly. Second 

research team members (MA, LT and MCB) and an experienced CBIT therapist unconnected 

to the study were involved in the review, analysis, coding and write up to ensure agreement 

of the themes/codes selected. These reviewers had access to the anonymous transcriptions but 

not participants’ personal details. 

Results:  

Thematic analysis resulted in 60 codes which were organized into three themes, nine 

categories and thirty-five sub-categories (refer to Table 1).  

Table 1: Themes, Categories and Sub-categories 

“Family experience of CCD,” “impact of CCD on the family,” and “how services can 

optimise support for the family in relation to CCD,” were the three superordinate themes 

identified. 

Theme one- Experience of CCD: 

Participants from all four focus groups highlighted that changes to the person following 

TBI’s ability to recognise the emotional needs of others and respond flexibly to feedback 

during conversations were key areas of distress. Changes to the person following TBI’s “filter 

switch” e.g. knowing what is appropriate to say to different people, and lack of awareness of 

CCD also emerged as strong themes regardless of the time since injury, age or relationship to 

the person with the injury. Statements about the impact of memory, word finding difficulties 
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and initiation on communication were present but in fewer numbers and not consistently 

across all groups. Table 2 provides a summary of how families experience CCD with 

illustrative quotes: 

Table 2: Family Experience of Cognitive-Communication Difficulties  

Strategies: 

Participants from all focus groups identified a number of strategies that they were using with 

their loved one to support CCD. Table 3 provides a summary of the strategies identified by 

families with illustrative quotes: 

Table 3: Family Strategies for supporting Cognitive-Communication Difficulties 

Theme 2-Impact: 

Participants discussed feelings of anxiety, frustration and exhaustion in relation to needing to 

be on duty and supporting their loved one with CCD all of the time. Feelings of loneliness 

and isolation were exacerbated by the hidden nature of CCD which affected the perception of 

not only strangers but also the participants’ wider network of family and friends. Differences 

of opinion between family members about the nature of CCD lead to further feelings of 

anxiety, increased responsibility and isolation. Table 4 provides a summary of the emotional 

impact of CCD experienced by family members: 

Table 4: Emotional impact of Cognitive- Communication Difficulties on Family Members 

Relationships: 

Participants expressed sadness at how CCDs had impacted upon the role of the individual 

following TBI within the family. This included reduced responsibility and participation in 

family activities. A key theme to emerge was how CCD had impacted upon positive patterns 

of collaboration between the person following TBI and their relatives. This had a significant 

impact on family cohesion and the feeling of “being in it together”. Participants identified 

that some rehabilitation approaches such as involving the family member in sessions to 

improve insight and setting individual goals with the person following TBI could 

inadvertently impact upon collaboration further. A number of parents and siblings also 

commented upon how they felt the spouses within the group had experienced more of an 

impact. Table 5 provides a summary of the impact of CCD on Relationships: 
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Table 5: Impact of Cognitive-Communication Difficulties on Relationships 

Social Participation: 

Participants discussed how the person following TBI’s CCD had resulted in reduced social 

contacts, reluctance to attend social events and increased need for support. This theme 

became more prominent in focus groups two to four (12-36months and 36+ months). Table 6 

provides examples of how CCD has impacted upon Social Participation: 

Table 6: Impact of Cognitive-Communication Difficulties on Social Participation 

Theme 3- How services can support family members with CCD: 

Information: 

Participants were keen to have information about how CCD difficulties correlate with 

specific areas of damage within the brain and spoke about how their awareness of CCD had 

developed gradually over time. This was in contrast to physical changes and more obvious 

cognitive difficulties, such as memory, which participants reported were easier to identify. 

The need for verbal and written information about CCD to be provided at several points over 

time to allow families to gradually adjust and gain insight into these more subtle changes 

therefore arose as a theme common to all focus groups.   

              Lack of insight into CCD impacted upon the ability of family members to talk freely 

with the SLP about their concerns when the person following TBI was present. Participants 

felt this could be alleviated by family members being offered one appointment on their own 

as this would allow them to provide information and ask questions in an unguarded way. 

Table 7 provides a summary of the key themes that emerged for information: 

Table 7: Optimizing information about Cognitive-Communication Difficulties for families 

 

Communication Partner Training: 

Family perception of communication partner training was less unified. Some participants 

felt training would be empowering as they would feel more competent and involved in 

supporting the person following TBI whereas others were concerned that training might 
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further affect their confidence and emotional wellbeing. Table 8 provides participant 

opinions regarding training: 

Table 8: Family perception of the need for Communication Partner Training 

Support: 

Family members from all time points post injury spoke about the lack of opportunity to talk 

about the impact of CCD with others. This arose from the hidden nature of the disability, 

within family differences in opinion and feelings of guilt about saying something negative 

about their loved one to other people. The need for peer support emerged as a key theme 

during discussions although the families in this study did not feel that third sector services 

were currently meeting this need locally. This was due to the lack of local carers groups and 

the wide mix of abilities at general meetings which precluded specific conversations about 

CCD. Table 9 summarizes the main themes to arise regarding family support for CCD: 

 

Table 9: Optimizing Family Support for Cognitive-communication difficulties 

Discussion: 

Our findings show that CCD difficulties following severe TBI continue to impact upon the 

lives of families for several years post injury. Participants in the 36 months + focus groups 

continued to express concern about the same CCD changes that were identified by 

participants in the 0-12 months and 12-36 months groups. This lends support to the findings 

that CCD difficulties persist over time (15,16,24,27,65) and reinforces the need for further 

longitudinal research and clinical support over this trajectory (25).     

             The impact of social cognition changes on everyday communication was evident as a 

significant theme in all focus groups, across all age groups and relationship types. This 

reinforces the legitimacy of recent interest in this area, particularly the need to develop 

interventions which educate and support the whole family (28-31). Lack of insight into 

communication changes, difficulty accepting feedback and reduced “filter switch” were also 

identified as concerns by family members more frequently than discourse changes such as 

impoverished speech, verbosity and the impact of memory on communication. This may 

indicate that the families in this study were less concerned about discourse changes following 

TBI or it could simply reflect that current SLP services were better at meeting the needs of 
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families in these areas. Further investigation into family perception of their needs for CCD is 

therefore required to enable SLP’s to tailor the content of interventions and family education 

for CCD accordingly. 

              The emotions and experiences of participants in this study drew many similarities to 

the findings of other qualitative studies exploring the impact of severe brain injury on the 

family (40,41,60). The themes of “being the bad guy” and “never-ending responsibility”, for 

example, reflect not only managing CCD but also relate to the effects of severe TBI in 

general. A number of participants also commented specifically on how the support needs of 

spouses/ partners may be different to other family members due to spouses feeling more 

isolated/alone. This observation has been identified in some other studies (58-60) and merits 

further investigation. Differences in opinion within families about the nature of CCD led to 

increased distress and reduced family cohesion. This echoes the findings of the study 

exploring family narratives (39) and reinforces the need for services to consider whole family 

education/ support. 

              One interesting theme to emerge from this study was that family members 

experienced significant disruption in their ability to work together “on the same team” as the 

person following TBI. Communication situations involving negotiation and joint decision 

making were much more difficult and certain rehabilitation practices could inadvertently 

diminish rather than promote family cohesion. Joint interventions which encourage the 

person following TBI and their family to develop a more congruent narrative about recovery 

following TBI and collaborative family goal setting is therefore a priority.  

              Families discussed how CCD directly impacted upon their loved ones’ ability to 

socialise and sustain key roles within relationships. This reflects the finding of several studies 

exploring the impact of CCD on participation (16,17,24,27) and emphasises the need for 

social participation/maintenance of relationship roles to be central to rehabilitation goal 

setting and long- term service planning for both the person following TBI and their families.  

              Family opinion regarding the need for communication partner training for CCD 

following TBI was divided with a number of participants unsure whether formal training 

approaches would suit them. This adds to the findings from a previous study where a 

percentage of family members reported feeling uncomfortable by CPT in the initial stages 

(64). A key theme to emerge from all focus groups was that family members really struggle 

with their loved one being unable to accept feedback. As a central aim of CPT is for the 
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person following TBI and family member to work collaboratively together within 

conversations, SLP’s have a duty to alleviate the concerns of family members regarding CPT 

in order for improved family interactions and cohesion longer term. Family members in the 

focus groups were able to identify a number of CCD strategies they were already using with 

their loved one and felt comfortable discussing these with other family members. Solution 

focused group therapy, which empowers the person to identify solutions and set their own 

goals in a supportive, facilitated group, has been used with the caregivers of people following 

stroke (69). This could be considered as an alternative approach to use with family members 

who are reluctant for more formal CPT.  

              The need for peer support from other families with direct experience of CCD 

following TBI was a strong theme to emerge from this study and reinforces positive research 

findings from peer mentoring programmes (49,50). Relatives also identified the need for 1:1 

time to discuss the impact of CCD with the SLP and for information about CCD to be 

provided at several points over time. This would enable families to feel that their views were 

being listened to and that services were becoming more responsive to their long-term needs 

for CCD (42-46).  

Strengths and Limitations: 

This study enriches our knowledge of the specific CCD’s that families find distressing and 

how they can impact upon family functioning over the longer term. The participants in the 

study also shared important insights into their experience of services for communication 

changes following TBI and how information, training and support for managing CCD could 

be improved. The study benefitted from gathering information from relatives of different 

ages, relationship types and time since the TBI event but the results cannot be taken to reflect 

the experiences of all families following TBI due to the following limitations; the information 

provided by participants was taken at a single point in time and is likely to have been 

influenced by their mood at the time of the group, ability to recall rehabilitation experiences 

and the dynamics within the group. No siblings or offspring were represented within the 0-

12m focus group and although rigorous steps were taken to overcome researcher bias the lead 

researcher’s (LG) dual role as CBIT clinician and researcher may have resulted in 

participants feeling uncomfortable about sharing more negative rehabilitation experiences. 

The study involved a relatively small convenience sample of participants recruited from a 

single clinical location. The experiences of the participants in this study may therefore not 
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reflect the experiences of caregivers from other geographical areas who have a different 

socio-cultural background. There was a gender bias towards female caregivers describing 

their experiences of males with CCD following TBI. The results may therefore not reflect the 

CCD difficulties experienced by females following TBI or the caregiving experience of male 

caregivers.  

Research Implications: 

This study highlights the need for longer term research into the effectiveness of interventions 

for CCD later post injury in addition to investigating the impact of training and information 

provision for families affected by CCD following TBI. Further investigation into effective 

interventions for social cognition e.g. developing the person following TBI’s ability to 

recognise and react to the emotional needs of others within conversations is required. It 

would also be useful to explore whether receiving intervention for social cognition and 

collaborative communication in the first 0-12 months would impact upon the communication 

needs of the person following TBI and their families in the longer term. Future studies should 

consider how CCD is experienced in relation to the sex of the person following TBI, and their 

caregiver, and in the context of different relationships, socio-cultural and geographical 

backgrounds to determine how family experience of support services can be optimised.  

Clinical implications:  

This study provides SLP’s with important insights into the areas of CCD causing concern for 

families and how these persist over time. Families require information about how social 

cognition changes may affect everyday communication in addition to how CCD may impact 

upon social participation and relationship roles over the longer term. The timing of CCD 

information and advice needs to fit with the evolving understanding of the family member 

and should be considered at several time points in the recovery journey. Family members 

need to talk about the impact of CCD and would benefit from 1:1 time with an SLP in 

addition to peer support from other family members who have had a similar experience of 

CCD. A key role for SLP’s is the development of collaborative working and positive 

interactions between family members and the person following TBI. This can be provided 

through CPT, promoting joint narratives about rehabilitation and setting whole family goals 

which foster the maintenance of important relationship roles for the person following TBI. 

Careful consideration of how to present the idea of CPT to families may be required and 
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some families may prefer a solution focused group therapy approach which acknowledges the 

power of families to develop and share useful strategies with each other.  

Conclusion: 

We aimed to gain a better understanding of the experiences of family members with regard 

CCD following TBI. This research has highlighted that CCD difficulties continue to impact 

upon family functioning and social participation for many years following injury with 

families continuing to have support needs for CCD well beyond the acute rehabilitation stage. 

The family members in this study provided important insights into how changes to social 

cognition, insight, impulsivity and rigid thinking directly impact upon everyday 

communication with the person following TBI and the emotional wellbeing of the family 

member. Families require information about CCD at various stages throughout their journey 

and the opportunity to talk about CCD difficulties with peers who have had a similar 

experience. Working collaboratively with families and the person with TBI to maintain 

participation in key relationship roles and social activities should be central to any 

intervention.  
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Table 1: Themes, Categories and subcategories: 

Themes (n=3) Categories (n=9) Subcategories (n=35) 
Family Experience of CCD Difficulties experienced Emotions/empathy 
  “Filter switch” 
  Flexibility and difficulty 

accepting feedback 
  Insight 
  Memory 
  Initiation 
  Word finding/verbosity 
   
 Strategies Structure and support 
  Clear expectations 
  Time 
  Self-care/respite 
 
Impact of CCD on family 

 
Emotions 

 
Anxiety/need to tread carefully 

  Guilt/ “Being the bad guy” 
  Exhaustion 

Added Responsibility 
  Isolation/ feeling alone 
  Anger/frustration 
  

Perception of others 
 
Hidden disability 

  Misperception of wider network 
  Within family differences 
  

Change to relationships 
 
Role changes 

  Reduced collaboration 
  Relationship type differences 
  

Change to social activities 
 
Avoidance 

  Reduced independence 
  Reduced social contacts 
 
How services can support 

 
Information 

 
Format and content 

  Timing 
  Signposting 
  

Training 
 
Perception of training 

  Format/content 
  Timing 
  

Support 
 
Format/content 

  Timing 
  Signposting 
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Table 2: Family experience of cognitive-communication difficulties 

Subcategory Groups/comments Illustrative Quotes 
Recognising the 
emotional needs of 
others 

4/4 
n=32 

Can’t see when the other person is offended or 
bored or needs to leave. Just doesn’t see it. Can’t see 
those emotions (P1, 0-12m) 

It’s all about how he’s feeling which I find very 
difficult because sometimes I think it would nice if 
he could give me a hug and ask me how I’m feeling 
but that doesn’t happen (P5, 12-36m)  

He’s very self-involved. He really does just think 
about where he’s going, what’s happening to him. 
He doesn’t really think about me or take other 
people into consideration (P9, 36m+) 

Accepting feedback 
and being flexible  
 
 
 

4/4 
n=31 

He’s been trying to ring me since I came in, but he 
just cannot, if he needs something, and I’m like is it 
something that can wait because I’m in a meeting, 
but he can’t wait (P3, 0-12m) 

Because sometimes he’ll just go away. Maybe I 
have disagreed with what he’s said. He’s come in 
from work and he said such and such and I said, 
well, that maybe wasn’t the right way and it ends up 
he spends the night in the other room (P5, 12-36m) 

“Filter switch” 
 
 
 
 

4/4 
n=28 

But to him he’s correct he says I’m honest. He’s 
right but he’s very, unfiltered. To him, it’s a joke but 
to other people, it’s offensive (P2, 0-12m) 

And the swearing! That’s terrible now (P6, 12-36m) 

Knowing what is appropriate to say to what kind of 
people because he can be really open now. You 
don’t need to go into so much detail, that can just 
stay between us (P12, 36m+) 

Impact of tolerance 
levels and fatigue on 
CCD 

4/4 
n=23 

By the time it gets to Wednesday he gets exhausted 
so he doesn’t even have any social skills with me 
never mind anyone else (P5, 12-36m) 

I’d say that his temper is much shorter now than it 
used to be so he can sometimes get very frustrated in 
conversations over something that I would deem to 
be the tiniest of issues (P10, 36m+) 

Reduced insight into 
CCD 

4/4 
n=21 

But the problem was he had no awareness so I 
would be saying to the therapist this is happening 
and he would be going no it’s not (P1, 0-12m) 

I think he thinks that he’s much better than he is and 
he thinks he’s much more capable than he is on the 
phone, when talking (P9, 36m+) 

Impact of memory 
on CCD  

3/4  
n=12 

He repeats himself. Whatever the topic is that day 
(P15, 36m+) 

Reduced initiation of 
interactions 
 

2/4 
n=9 

She’s still not got into phoning up her friends so I 
have to say go and phone, go phone (P8,12-36m) 
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Word Finding/ 
Verbosity 

2/4 
n=3 

It’s more word-finding. He’ll say something then go 
nope and take a wee while to find the word he is 
looking for (P7, 12-36m) 

He has to provide every little detail from start to 
finish. You try to break in but it’s impossible you 
just can’t stop him (P14, 36m+) 

Key: P = participant/family member; n=** 
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Table 3: Family Strategies for supporting Cognitive-Communication Difficulties 

Strategy subthemes Illustrative Quotes 
Structure and Support  
 
 
 
 

 

We really need to make sure that somebody’s with him 
to support him…as he’ll come back and tell you things. 
And it’s not accurate either (P2, 0-12m) 
 
 I always have to watch the faces of the people he is 
talking to. To find out if I need to intervene. Can’t ever 
relax (P13, 36m+) 
 

Clear expectations I am very straight with him. I do say to him, I try my 
best to make him aware (P4, 0-12m) 
 
I have to sometimes remind him who we’re going out 
with and what things would be appropriate to say to 
people and what wouldn’t be appropriate because he is 
very honest now (P9, 36m+) 
 

Timing of feedback Sometimes, you just have to let it go, because he can’t 
see it (P3, 0-12m) 
 
Not trying to have that conversation at 10pm when he is 
exhausted (P8, 12-36m) 
 
He goes in a huff with me, so I just ignore him, for a 
wee while. He obviously sits there and thinks about it 
and then he comes back around (P14, 36m+) 
 

Self-care and respite He’s stays with me, but he goes to his partner’s 
sometimes and that’s been a godsend, because I think if 
he was 24/7, I would have… I don’t know how I would 
have coped (P1, 0-12m) 

He cannot see my perspective in anything and it’s so 
frustrating to constantly back down and just go, okay. 
Sometimes I just need to take the time and I’ll go to the 
gym because I need to get out of there, before I end up 
saying something that I’ll regret (P9, 36m+) 

Key: P = participant/family member; n=** 
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Table 4: Emotional impact of Cognitive-Communication Difficulties on the family 

Emotional Impact of CCD Illustrative Quotes 
Feel like “the bad guy” 
Need to tread carefully 
Always feel responsible 
Frustration and anger 
Guilt 
Sadness 
Loneliness 
Isolation 
Exhaustion 

I feel like a punching bag. I feel as if he’s just, you 
know bang, bang. It’s nothing physical, but it’s just, it 
always has to be his way” (P3, 0-12m) 
 
“I do feel like I’m the bad guy all the time and I feel 
quite on my own because nobody helps me with that” 
(P9, 36m+) 
  
“It can be exhausting just to try and think not just for 
yourself but for someone else” (P13, 36m+) 
 

Within family differences I’m working with what’s wrong with him, I can accept 
it but my husband and his brother, they’re in denial. 
Their way of coping is, he’s putting that on. My 
husband, knows but he doesn’t want to see it. It’s easier 
to say he’s at it (P1, 0-12m) 
 

Perception of wider family,  
friends and strangers 

Sometimes it’s worse though if it’s not obvious. Do you 
ever find that? Because you feel you are constantly 
apologising to people” (P14, 36m+) 

Key: P = participant/family member; n=** 
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Table 5: Impact of Cognitive-Communication Difficulties on Relationships 

Relationships Illustrative Quotes 
Changes to roles But when you’re talking about the relationship with him, 

we’re very close but we don’t talk like husband and wife any 
more, it’s more like I’m his pal (P5, 12-36m) 
 
He is friends with the kids which is obviously great but there 
isn’t that fatherly thing so I do all that now (P12, 36m+) 
 
My son doesn’t pick up the guitar because Dad’s not doing it 
with him anymore. Because that was their thing. They would 
chat and play together (P1, 0-12m) 
 

Relationship type differences I think it’s easier in our case where it was our son. It was 
your husband and your wife, so you can’t talk to them about 
it, whereas my wife and I can sit and discuss it (P6, 12-36m) 
 
I think the relationship’s different, because it’s not my 
husband, it’s my son. And I think if it was my husband, I’d 
probably be less tolerant (P2, 0-12m) 
 
It’s different for us as we can say “goodnight” and walk 
away at the end of the day whereas you (the spouse) are 
there round the clock (P10, 36m+) 
 

Reduced Collaboration She phoned the police on me because she thought I 
wouldn’t let her go up to see her brother. We used to be 
such a good team (P7, 12-36m) 
 
What the brain injury team said was gospel. He believed 
what you were saying, but not so much me, I was talking 
rubbish. I couldn’t help (P5, 12-36m) 
 
I could see what the therapist was trying to do so I’d say try 
this. But she flies off the handle and won’t take any advice 
from me because what do I know about it (P11, 36m+) 
 

Key: P = participant/family member; n=** 
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Table 6: Impact of Cognitive-Communication Difficulties on Social Participation 

 
Social Participation 

 
Illustrative Quotes 

Difficulty initiating social contact 
 
 
 
 
 
 
Diminishing social circles 
 
 

But meeting people, she’s still not got into phoning up 
her friends or going out to see them either (P7, 12-36m) 
 
He doesn’t really want to engage in conversation with 
anybody so you can imagine come Friday, when I’m trying 
to get him to meet up with other people, it doesn’t work (P5, 
12-36m) 
 
No, he doesn’t go out a lot. He’s got one friend in 
particular who he hangs about with and his young 
cousin. That’s about it (P9, 36m+) 

Key: P = participant/family member; n=** 
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Table 7: Optimizing information about Cognitive-Communication Difficulties for families 

Information Illustrative Quotes 
1:1  I think if you could get an appointment when they’re not there. You can say more, 

your point of view without upsetting them as they have no awareness of what is 
wrong (P4, 0-12m) 
 

Own family Just our family not a group. I know it’s very selfish but the situation you’re in is yours 
alone and you want to know how to deal with it (P6, 12-36m) 

Specific 
information 
 

To be able to say to me this is where he was injured and this is why he’s acting like 
that. Because I just thought he was being a difficult pain in the backside (P5, 12-36m) 

To show me which part of the brain is making her do this so you know where it’s all 
coming from (P8, 12-36m) 

Written 
information 

I think a brain injury pack with information is essential. At the beginning you have no 
time to read or take anything in but when you are at home at least you would have 
that pack to turn to (P13, 36m+) 

Timing You need it straight away and further down the line as you can’t take it all in at once 
Its only later you begin to see those other things like personality and emotions and by 
then there’s no one to ask (P1, 0-12m) 

Key: P = participant/family member; n=** 
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Table 8: Family perception of the need for Communication Partner Training 

Training Illustrative quotes 
For I think someone telling you what you are not doing right and showing you how to do 

it better would have been good. You are trying to tell other people what to do and you 
don’t even know yourself. It would be good to say this is what the experts are saying 
this is the right way (P12, 36m+) 

Against It’s just that maybe you wouldn’t agree with what they were saying, at this point you 
should be doing that. I would go, well, maybe you’re right, but I’m doing this to get 
through the day (P4, 0-12m) 

I think you should go with the flow yourself. Because you know that person and you 
know what you can say to him and what you can’t (P2, 0-12m) 

Timing You really needed to find out what you were up against first then see what training 
you need because you just don’t know in those first weeks and months (P7, 12-36m) 

Key: P = participant/family member; n=** 
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Table 9: Optimising Family Support for Cognitive-Communication difficulties 

Support Illustrative Quotes 
Peer support Because we’re nodding at each other and talking and that really helps me. It makes 

me think it isn’t just me, it’s not in my head (P1, 0-12m) 

When these two ladies were describing their sons, it’s like, I’m not making this up. At 
last, I’ve got somebody to speak to (P4, 0-12m) 

I love the thought of helping somebody else because I know how horrendous I felt 
right at the beginning. (P9, 36m+) 

Timing Further down the line because initially all you’re doing is going to the hospital then 
when she comes out it’s looking after everything. Ironing, washing, taking her to the 
toilet. You can’t think about you (P7, 12-36m) 

Signposting I’d have actually quite liked to have seen my husband be offered counselling and then 
maybe an opportunity for us to come together and address it as a couple (P5, 12-36m) 

Key: P = participant/family member; n=** 

 


