
References: Cystic Fibrosis	
  
	
  

1	
  

Barker, D. H., Driscoll, K. A., Modi, A. C., Light, M. J., & Quittner, A. L. (2011). Supporting cystic 
fibrosis disease management during adolescence: The role of family and friend. Child: 
Care, Health and Development, 38(4), 497–504. doi:10.1111/j.1365-2214.2011.01286.x 

Besier, T., & Goldbeck, L. (2011). Anxiety and depression in adolescents with CF and their 
caregivers. Journal of Cystic Fibrosis, 10(6), 435-442. doi:10.1016/j.jcf.2011.06.012 

Boling, W. (2005). The health of chronically ill children lessons learned from assessing family 
caregiver quality of life. Family & Community Health, 28(2), 176-183.  

Bregnballe, V., Schiøtz, P. O., Boisen, K. A., Pressler, T., & Thastum, M. (2011). Barriers to 
adherence in adolescents and young adults with cystic fibrosis: A questionnaire study in 
young patients and their parents. Patient Preference and Adherence, 5, 507-515. 
doi:10.2147/PPA.S25308 

Carpentier, M. Y., Mullins, L. L., Wolfe-Christensen, C., & Chaney, J. M. (2008). The 
relationship of parent self-focused negative attributions to ratings of parental 
overprotection, perceived child vulnerability, and parenting stress. Families, Systems, & 
Health, 26(2), 147-163. doi:10.1037/1091-7527.26,2.147 

Coates, N., Gregory, M., Skirton, H., Gaff, C., Patch, C., Clarke, A., & Parsons, E. (2007). 
Family communication about cystic fibrosis from the mother's perspective: An 
exploratory study. Journal of Research in Nursing, 12(6), 619-634. 
doi:10.1177/1744987107083594 

Cronin, A. F. (2004). Mothering a child with hidden impairments. American Journal of 
Occupational Therapy, 58(1), 83-92. doi:10.5014/ajot.58.1.83 

Dashiff, C., Suzuki-­‐Crumly, J., Kracke, B., Britton, L., & Moreland, E. (2013). Cystic fibrosis 
related diabetes in older adolescents: Parental support and self-management. Journal 
for Specialists in Pediatric Nursing, 18(1), 42-53. doi:10.1111/jspn.12010 

DeLambo, K. E., Ievers-Landis, C. E., Drotar, D., & Quittner, A. L. (2004). Association of 
observed family relationship quality and problem-solving skills with treatment adherence 
in older children and adolescents with cystic fibrosis. Journal of Pediatric Psychology, 
29(5), 343–353. doi: 10.1093/jpepsy/jsh038 

Downs, J. A., Roberts, C. M., Blackmore, A. M., Le Souëf, P. N., & Jenkins, S. C. (2006). 
Benefits of an education program on the self-management of aerosol and airway 
clearance treatments for children with cystic fibrosis. Chronic Respiratory Disease, 3(1), 
19–27. doi: 10.1191/1479972306cd100oa 

Driscoll, K. A., Johnson, S. B., Barker, D., Quittner, A. L., Deeb, L. C., Geller, D. E., Gondor, M., 
& Silverstein, J. H. (2010). Risk factors associated with depressive symptoms in 
caregivers of children with type 1 diabetes or cystic fibrosis. Journal of Pediatric 
Psychology, 35(8), 814-822. doi:10.1093/jpepsy/jsp138 

Driscoll, K. A., Montag-Leifling, K., Acton, J. D., & Modi, A. C. (2009). Relations between 
depressive and anxious symptoms and quality of life in caregivers of children with cystic 
fibrosis. Pediatric Pulmonology, 44(8), 784–792. doi:10.1002/ppul.21057 



References: Cystic Fibrosis	
  
	
  

2	
  

Duff, A. J., Wolfe, S. P., Dickson, C., Conway, S. P., & Brownlee, K. G. (2003). Feeding 
behavior problems in children with cystic fibrosis in the UK: Prevalence and comparison 
with healthy controls. Journal of Pediatric Gastroenterology and Nutrition, 36(4), 443-
447. doi:10.1097/00005176-200304000-00004 

Dupuis, F., Duhamel, F., & Gendron, S. (2011). Transitioning care of an adolescent with cystic 
fibrosis: Development of systemic hypothesis between parents, adolescents, and health 
care professionals. Journal of Family Nursing, 17(3), 291-311. 
doi:10.1177/1074840711414907 

Filigno, S. S., Brannon, E. E., Chamberlin, L. A., Sullivan, S. M., Barnett, K. A., & Powers, S. W. 
(2012). Qualitative analysis of parent experiences with achieving cystic fibrosis nutrition 
recommendations. Journal of Cystic Fibrosis, 11(2), 125-130. 
doi:10.1016/j.jcf.2011.10.006 

Foster, C., Eiser, C., Oades, P., Sheldon, C., Tripp, J., Goldman, P., Rice, S., & Trott, J. (2001). 
Treatment demands and differential treatment of patients with cystic fibrosis and their 
siblings: Patient, parent and sibling. Child: Care, Health and Development, 27(4), 349-
364. doi:10.1046/j.1365-2214.2001.00196 

Ganong, L., Doty, M. E., & Gayer, D. (2003). Mothers in postdivorce families caring for a child 
with cystic fibrosis. Journal of Pediatric Nursing, 18(5), 332-343. doi:10.1016/S0882-
5963(03)00105-2 

Gayer, D., & Ganong, L. (2006). Family structure and mothers' caregiving of children with cystic 
fibrosis. Journal of Family Nursing, 12(4), 390-412. doi:10.1177/1074840706294510 

Graetz, B. W., Shute, R. H., & Sawyer, M. G. (2000). An Australian study of adolescents with 
cystic fibrosis: Perceived supportive and nonsupportive behaviors from families and 
friends and psychological adjustment. Journal of Adolescent Health, 26(1), 64-69. 
doi:10.1016/S1054-139X(99)00026-9 

Grasso, M. C., Button, B. M., Allison, D. J., & Sawyer, S. M. (2000). Benefits of music therapy 
as an adjunct to chest physiotherapy in infants and toddlers with cystic fibrosis. Pediatric 
Pulmonology, 29(5), 371-381. doi: 10.1002/(SICI)1099-0496(200005)29:5<371::AID-
PPUL6>3.0.CO;2-K 

Grob, R. (2008). Is my child healthy? Is my child sick?: Changing parental experiences of cystic 
fibrosis in the age of expanded newborn screening. Social Science & Medicine, 67(7), 
1056-1064. doi:10.1016/j.socscimed.2008.06.003 

Grossoehme, D. H., Ragsdale, J., Wooldridge, J. L., Cotton, S., & Seid, M. (2010). We can 
handle this: Parents’ use of religion in the first year following their child’s diagnosis with 
cystic fibrosis. Journal of Health Care Chaplaincy, 16(3-4), 95-108. doi: 
10.1080/08854726.2010.480833 

Guion, K., & Mrug, S. (2012). The role of parental and adolescent attributions in adjustment of 
adolescents with chronic illness. Journal of Clinical Psychology in Medical Settings, 
19(3), 262-269. doi:10.1007/s10880-011-9288-6 



References: Cystic Fibrosis	
  
	
  

3	
  

Hayes, C. C., & Savage, E. (2008). Fathers’ perspectives on the emotional impact of managing 
the care of their children with cystic fibrosis. Journal of Pediatric Nursing, 23(4), 250-256. 
doi:10.1016/j.pedn.2007.09.002 

Herzer, M., Godiwala, N., Hommel, K. A., Driscoll, K., Mitchell, M., Crosby, L. E., Piazza-
Waggoner, C., Zeller, M. H., & Modi, A. C. (2010). Family functioning in the context of 
pediatric chronic conditions. Journal of Developmental & Behavioral Pediatrics, 31(1), 
26-34. doi:10.1097/DBP.0b013e3181c7226b 

Hobbs, S. A., Schweitzer, J. B., Cohen, L. L., Hayes, A. L., Schoell, C., & Crain, B. K. (2003). 
Maternal attributions related to compliance with cystic fibrosis treatment. Journal of 
Clinical Psychology in Medical Settings, 10(4), 273-277. doi:10.1023/A:1026349303930 

Hodgkinson, R., & Lester, H. (2002). Stresses and coping strategies of mothers living with a 
child with cystic fibrosis: Implications for nursing professionals. Journal of Advanced 
Nursing, 39(4), 377-383.  

Hullmann, S. E., Wolfe-Christensen, C., Ryan, J. L., Fedele, D. A., Rambo, P. L., Chaney, J. M., 
& Mullins, L. L. (2010). Parental overprotection, perceived child vulnerability, and 
parenting stress: A cross-illness comparison. Journal of Clinical Psychology in Medical 
Settings, 17(4), 357–365. doi:10.1007/s10880-010-9213-4 

Janicke, D. M., Mitchell, M. J., & Stark, L. J. (2005). Family functioning in school-age children 
with cystic fibrosis: An observational assessment of family interactions in the mealtime 
environment. Journal of Pediatric Psychology, 30(2), 179-186. doi:10.1093/jpepsy/jsi005 

Janicke, D. M., Mitchell, M. J., Quittner, A. L., Piazza-Waggoner, C., & Stark, L. J. (2008). The 
impact of behavioral intervention on family interactions at mealtime in pediatric cystic 
fibrosis. Children’s Health Care, 37(1), 49–66. doi:10.1080/02739610701766891 

Lang, L., Duff, A. J., & Brownlee, K. G. (2005). Introducing the need for lung transplantation in 
children with cystic fibrosis: Parental experiences. Journal of Cystic Fibrosis 4(4), 259 – 
262. doi:10.1016/j.jcf.2005.07.002 

Madigan, S., Voci, S., & Benoit, D. (2011). Stability of atypical caregiver behaviors over six 
years and associations with disorganized infant–caregiver attachment. Attachment & 
Human Development, 13(3), 237–252. doi:10.1080/14616734.2011.562410 

Mitchell, M. J., Powers, S. W., Byars, K. C., Dickstein, S., & Stark, L. J. (2004). Family 
functioning in young children with cystic fibrosis: Observations of interactions at 
mealtime. Journal of Developmental and Behavioral Pediatrics, 25(5), 335–346. 
doi:10.1097/00004703-200410000-00005 

Modi, A. C., Marciel, K. K., Slater, S. K., Drotar, D., & Quittner, A. L. (2008). The influence of 
parental supervision on medical adherence in adolescents with cystic fibrosis: 
Developmental shifts from pre to late adolescence. Children’s Health Care, 37(1), 78–
92. doi:10.1080/02739610701766925 

O’Haver, J., Moore, I. M., Insel, K. C., Reed, P. G., Mazurek Melnyk, B., & Lavoie, M. (2010). 
Parental perceptions of risk and protective factors associated with the adaptation of 
siblings of children with cystic fibrosis. Pediatric Nursing, 36(6), 284-291.  



References: Cystic Fibrosis	
  
	
  

4	
  

Opipari-Arrigan, L., Powers, S. W., Quittner, A. L., & Stark, L. J. (2010). Mealtime problems 
predict outcome in clinical trial to improve nutrition in children with CF. Pediatric 
Pulmonology, 45(1), 78–82. doi:10.1002/ppul.21147 

Powers, S. W., Mitchell, M. J., Patton, S. R., Byars, K. C., Jelalian, E., Mulvihill, M. M., Hovell, 
M. F., & Stark, L. J. (2005). Mealtime behaviors in families of infants and toddlers with 
cystic fibrosis. Journal of Cystic Fibrosis, 4(3), 175-182. doi:10.1016/j.jcf.2005.05.015 

Priddis, L., Dougall, A., Balding, E., & Barrett, A. (2009). Cystic fibrosis diagnosis: Impact on 
mothers of affected Australian children. Neonatal, Paediatric, and Child Health Nursing, 
12(1), 20-25.  

Priddis. L., Dunwoodie, J., Balding, E., Barrett, A., & Douglas. T. (2010). Paternal experiences 
of their children’s diagnosis of cystic fibrosis following newborn screening diagnosis. 
Neonatal, Paediatric, and Child Health Nursing, 13(2), 4-10.  

Rinaldi Carpenter, D., & Narsavage, G. L. (2004). One breath at a time: Living with cystic 
fibrosis. Journal of Pediatric Nursing, 19(1), 25-32. doi:10.1016/j.pedn.2003.09.004 

Serrano-Ikkos, E., & Lask, B. (2003). The psychosocial correlates of transplant survival. Journal 
of Cystic Fibrosis, 2(1), 49–54. doi:10.1016/S1569-1993(03)00004-3 

Slatter, A., Francis, S-A., Smith, F., & Bush, A. (2004). Supporting parents in managing drugs 
for children with cystic fibrosis. British Journal of Nursing, 13(19), 1135-1139.  

Smith, B. A., Modi, A. C., Quittner, A. L., & Wood, B. L. (2010). Depressive symptoms in 
children with cystic fibrosis and parents and its effects on adherence to airway 
clearance. Pediatric Pulmonology, 45(8), 756-763. doi:10.1002/ppul.21238 

Spieth, L. E., Stark, L. J., Mitchell, M. J., Schiller, M., Cohen, L. L., Mulvihill, M., & Hovell, M. F. 
(2001). Observational assessment of family functioning at mealtime in preschool children 
with cystic fibrosis. Journal of Pediatric Psychology, 26(4), 215-224. 
doi:10.1093/jpepsy/26.4.215 

Stapleton, D. R., Gurrin, L. C., Zubrick, S. R., Silburn, S. R., Sherriff, J. L., & Sly, P. D. (2001). 
The effect of 'Go and Grow with CF' on nutrition and pancreatic enzyme knowledge of 
children with cystic fibrosis. Australian Journal of Nutrition and Dietetics, 58(3), 164-168.  

Stark, L. J., Jelalian, E., Powers, S. W., Mulvihill, M. M., Opipari, L. C., Bowen, A., Harwood, I., 
Passero, M. A., Lapey, A., Light, M., & Hovell, M. F. (2000). Parent and child mealtime 
behavior in families of children with cystic fibrosis. The Journal of Pediatrics, 136(2), 
195-200.  

Stark, L. J., Opipari, L. C., Jelalian, E., Powers, S. W., Janicke, D. M., Mulvihill, M. M., & Hovell, 
M. F. (2005). Child behavior and parent management strategies at mealtimes in families 
with a school-age child with cystic fibrosis. Health Psychology, 24(3), 274-280. 
doi:10.1037/0278-6133.24.3.274 

Stark, L. J., Opipari, L. C., Spieth, L. E., Jelalian, E., Quittner, A. L., Higgins, L., Mackner, L., 
Byars, K., Lapey, A., Stallings, V. A., & Duggan, C. (2003). Contribution of behavior 



References: Cystic Fibrosis	
  
	
  

5	
  

therapy to dietary treatment in cystic fibrosis: A randomized controlled study with 2-year 
follow-up. Behavior Therapy, 34(2), 237-258. doi:10.1016/S0005-7894(03)80015-1 

Szyndler, J. E., Towns, S. J., van Asperen, P. P., & McKay, K. O. (2005). Psychological and 
family functioning and quality of life in adolescents with cystic fibrosis. Journal of Cystic 
Fibrosis, 4(2), 135-144. doi:10.1016/j.jcf.2005.02.004 

Tluczek, A., Clark, R., McKechnie, A. C., Orland, K. M., & Brown, R. L. (2010). Task-oriented 
and bottle feeding adversely affect the quality of mother-infant interactions after 
abnormal newborn screens. Journal of Developmental & Behavioral Pediatrics, 31(5), 
414-426. doi:10.1097/DBP.0b013e3181dd5049 

Ward, C., Massie, J., Glazner, J., Sheehan, J., Canterford, L., Armstrong, D., Jaffe, A., & 
Hiscock, H. (2009). Problem behaviours and parenting in preschool children with cystic 
fibrosis. Archives of Disease in Childhood, 94(5), 341–347. 
doi:10.1136/adc.2008.150789 

White, T., Miller, J., Smith, G. L., & McMahon, W. M. (2009). Adherence and psychopathology in 
children and adolescents with cystic fibrosis. European Child & Adolescent Psychiatry, 
18(2), 96–104. doi:10.1007/s00787-008-0709-5 

Williams, B., Mukhopadhyay, S., Dowell, J., & Coyle, J. (2007a). From child to adult: An 
exploration of shifting family roles and responsibilities in managing physiotherapy for 
cystic fibrosis. Social Science & Medicine, 65(10), 2135–2146. 
doi:10.1016/j.socscimed.2007.07.020 

Williams, B., Mukhopadhyay, S., Dowell, J., & Coyle, J. (2007b). Problems and solutions: 
Accounts by parents and children of adhering to chest physiotherapy for cystic fibrosis. 
Disability and Rehabilitation, 29(14), 1097-1105. doi:10.1080/09638280600948060 

Wong, M. G., & Heriot, S. A. (2008). Parents of children with cystic fibrosis: How they hope, 
cope and despair. Child: Care, Health and Development, 34(3), 344–354. 
doi:10.1111/j.1365-2214.2007.00804.x 


